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ABSTRACT 
The number of elderly Americans is increasing rapidly, and dementia is 
prevalent within this population, especially among the growing group of people 
over the age of 90 (National Institutes of Health, 2011; Plassman, et al., 2007). 
The majority of elderly people, including many with dementia, report that they 
would like to stay in their own homes, which is cost effective for the family and 
community (Keenan, 201 0; Alzheimer 's Association, 2012). In addition, people 
with dementia who live at home are happier, safer, and more independent than 
those who have been placed into another setting (Alzheimer's Society, 2013) . 
However, they present with a variety of health and safety concerns which have 
an impact on both their own and their caregivers' quality of life (Allan, et al., 2009; 
Etters, et al., 2007, Gitlin, 2010). 
Described in this doctoral project is a caregiver- and client-centered 
program geared towards delaying or even avoiding long-term care placement of 
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people with dementia by helping to increase client tranquility, independence, and 
safety, therefore decreasing daily challenges and caregiver feelings of burden. 
Through this intervention, caregivers will be empowered with skills and strategies 
with which to engage and 
support their loved one with dementia, as they are educated regarding the 
following elements: methods for promoting autonomy in self-care; ways of 
incorporating meaningful activity into the daily routine; methods for increasing 
home safety; and strategies for challenging behaviors. This program 
incorporates a personalized approach, the inclusion of meaningful activity, safe 
and effective strategies for daily tasks, and an introduction to technology aides 
and adaptive equipment. 
A thorough review of the literature was completed in order to ascertain the 
most effective strategies for addressing the problems affecting informal home 
caregivers. Best practices are incorporated into the group and individual session 
structure, and included is a detailed information packet for clients with guidance 
regarding each of the 14 topics included in the program: information about 
dementia; fall prevention at home; self-care tasks; successful mealtimes; cooking 
and kitchen safety; medication management; using the telephone/emergency 
assistance; wandering and getting lost; rummaging, hiding, and hoarding 
solutions; sleep strategies; meaningful activity; the preferences worksheet; life 
story books; and useful resources. 
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Chapter One: Introduction 
Problem 
Informal caregivers are a cornerstone of care for many people with 
dementia in the United States. In 2011, more than 15 million Americans, 
including family members and other unpaid caregivers, provided approximately 
17.4 billion hours of unpaid care to people with dementia (Thies & Bleiler, 2012). 
A full 80% of care provided at home for a person with dementia is delivered by 
family caregivers. As cognitive skills decrease with the progression of dementia, 
agitation, sleeplessness, depression, and wandering become more prominent; 
individuals with the disease require an increasing level of attention, supervision, 
and assistance with daily tasks, and simultaneously demonstrate a decrease in 
engagement with loved ones and participation in meaningful activity. Many 
caregivers experience a comparable intensification of stress, burden, and 
negative effects on health, employment, and finances (Alzheimer's Association, 
2012). Without intervention and support, frequently the result is expedited 
nursing home placement rather than the implementation of strategies needed to 
maintain the person with dementia at home. 
Described in this doctoral project is a caregiver- and client-centered 
program geared towards delaying or even avoiding long-term care placement of 
people with dementia by helping to increase client tranquility, independence, and 
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safety, therefore decreasing caregiver feelings of burden and daily challenges. 
Through this intervention, caregivers will be empowered with skills and strategies 
with which to engage and support their loved one with dementia, improving self-
efficacy and quality of life. 
Demographics 
In the United States and globally, the number of people over the age of 65 
is on the rise (National Institutes of Health, 2011 ). As healthcare improvements 
allow people to live longer lives, and as the baby boomers continue to turn 65, 
the number of elderly Americans is increasing rapidly. For example, between the 
years 2000 and 2030, the number of people over the age of 65 will more than 
double from 35 to approximately 72 million, and the number of people over the 
age of 85 will also more than double from 4.2 to approximately 8. 7 million. In 
1900, the elderly comprised only 1 in every 25 Americans. In 1994, they made 
up 1 in 8 Americans. By 2050, as many as 1 in 5, or 20%, of Americans could be 
elderly (US Census Bureau, 2008). Globally, between the years 2010 and 2050 
the population of people aged 65 or older is expected to triple from 524 million to 
about 1.5 billion people, or about 16% of the world's population (National 
Institutes of Health, 2011 ). 
Plassman, et al. (2007) recognized that with this increase in the elderly 
population there will also be growth in the incidence of dementia. This research 
team agreed that determining the prevalence of dementia in the United States 
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would be one of the best methods of initiating plans for healthcare needs and 
monitoring the future success of implemented preventive programs. The aging, 
demographics, and memory study was a nationally representative population-
based study of dementia. In 2007, the researchers completed comprehensive in-
home assessments of 856 individuals, ages 71 and up, from across all regions of 
the United States. According to their results, the estimated the prevalence of 
dementia was found to be 13.9% in people age 71 and older; 5.0% in ages 
71-79; and 37.4% in people ages 90 and older (Piassman, et al., 2007). 
Another fact of interest is that elderly Americans are primarily choosing to 
remain at home. In 2010 the American Association of Retired Persons (AARP) 
completed a Home and Community Preferences Study. The researchers 
gathered information from 1 ,616 people, ages 45 and older using survey 
responses on a 5-point Likert scale. One question posed was the level of 
agreement with the following statement: "What I'd really like to do is stay in my 
current residence for as long as possible." 88% of the elderly clients surveyed 
either strongly agreed (78%) or somewhat agreed (1 0%) with this statement 
(Keenan, 201 0). 
The combination of these statistics represents a large and growing group 
of people, many of whom may have dementia, who would like to remain at home 
at a great savings to the community. People with dementia who stay in their own 
homes are more content; the familiar environment and reliable routines are 
reassuring and allow for people to remain independent and safe for a longer 
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period of time (Alzheimer's Society, 2013). From a financial perspective, the 
Alzheimer's Association (2012) reports estimates showing that delaying long-
term care by one month for each person in the United States age 65 or older 
could save $60 billion every year. However, with this delay in institutionalization 
comes a need for more problem solving, time, and energy from caregivers. 
Please see the chart below for the 2011 costs of outside care for a person 
with dementia by different settings/levels of care according to the Alzheimer's 
Association's 2012 Alzheimer's Disease Facts and Figures. The amounts in light 
gray were extrapolated for a side-by-side comparison of the costs of various 
services. 
Table 1- Alzheimer's Disease Facts and Figures, 2012 
Hourly 8 Hour day 24 Hours Monthly Annually 
Assisted living $4.75 $38 $114 $3,477 $41,724 .. . . 
m1nrmum mm1mum 
Nursing home 
(semi-private $9 $71 $214 $6509 $78,110 
room) 
Home care $21 $168 $504 $15,330 $183,960 (non-medical) 
Adult day $9 $70 Not 
available - -center 
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Dementia 
True dementias are irreversible and incurable. They include Alzheimer's 
disease, vascular dementia, mixed dementia (a combination of Alzheimer's and 
vascular dementias), dementia with Lewy bodies, alcohol-related dementia, and 
frontal lobe dementia. Alzheimer's disease accounts for 62% of dementia cases 
and vascular/mixed for 27% (Nazarko, 2011 ). Dementia is defined as a collection 
of symptoms involving a significant decline in cognitive function, emotional 
stability, language, and the ability to complete daily tasks. It is progressive and 
fatal, although medication and therapy can help maintain skills (National Institute 
of Health, 2011 ). 
As opposed to dementia, typical aging involves occasionally misplacing 
keys, forgetting the name of an acquaintance, occasional word-finding lapses, or 
forgetting the reason for going into a room. However, difficulty with learning new 
tasks, completing familiar tasks, problem-solving, understanding others and 
finding words, and handling money, along with repetitive questioning, 
indecisiveness, wandering and getting lost, agitation, and depression, are all 
possible symptoms of dementia (Santacruz & Swagerty, 2001; Shagam, 2009). 
Each client's dementia presents differently, and skills can fluctuate; the rate of 
progression varies by type of dementia and individual characteristics, with the 
typical course lasting about 8-9 years from estimated disease onset (Rascovsky, 
2005). 
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There are three stages of dementia: mild, moderate, and severe. People 
with mild dementia avoid change, need increased time to complete daily tasks, 
loose interest in activities, easily become upset, demonstrate poor judgment, and 
repeat themselves. Persons with moderate dementia forget to eat/bathe, get lost 
easily, forget names of familiar people and recent events, demonstrate increased 
frustration and distress, and may have hallucinations. People struggling with 
severe dementia need constant supervision and assistance with all personal 
care; they are incontinent, unable to recognize family members, gradually lose 
speech and comprehension, do not recognize familiar surroundings, cannot 
remember immediately following events, may confuse day and night, and can 
become agitated at sundown (Alzheimer's New Zealand, 2012). 
Occupational Deprivation 
Occupations are the daily tasks in which people find meaning and 
purpose. Examples include self-care (activities of daily living, or ADLs), 
education, caring for one's home and family (instrumental activities of daily living, 
or IADLs), leisure, play, social interactions, and work (AOTA, 2008). We organize 
our lives around these everyday activities, and derive satisfaction and comfort 
from our ability to participate in them. Persons with dementia find that they have 
lost the ability to participate independently in many daily occupations. The ability 
to complete ADLs and IADLs is severely diminished; many need assistance with 
simple everyday tasks such as dressing and meal preparation due to diminished 
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sequential task ability. Confusion prohibits meaningful participation in the 
majority of learning and leisure activities, and work has been left behind long 
ago. Finally, social interactions require communication and cognitive flexibility, 
both of which are limited by dementia. Therefore, people with dementia may 
spend the majority of their day unoccupied, even though such individuals have 
been shown to respond in a positive manner to stimuli, especially social stimuli 
(Cohen-Mansfield et al., 201 0). 
Occupational deprivation occurs when one is unable to take part in 
activities that are gratifying to him/her (Hasselkus, 2006). According to Whiteford 
(2000), the lack of meaningful time use is one of the most challenging effects. 
Possible consequences of occupational deprivation include depression, 
withdrawal, and decreased activity levels, and/or irritability and wandering 
behaviors. The end result can be deconditioning and rapidly declining cognitive 
skills, or increased risk-taking behavior and safety challenges for caregivers. 
Under-stimulation has been directly correlated with both physical and verbal 
agitation as well as diminished physical and cognitive skills in people with 
dementia (Cohen-Mansfield, 201 0). When dealing with agitated behaviors, the 
authors note, medication should always be a last resort as the side effects can 
be more detrimental than the intended improvements. This concept is echoed in 
the American Association for Geriatric Psychiatry principles of dementia care 
(Lyketsos, et. al, 2006), which states that practitioners should always attempt 
non-pharmacological interventions first. 
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Seeing a loved one limited in daily activity participation or in distress can 
be especially difficult for family caregivers, who already may have difficulty in 
finding common ground on which to have meaningful interactions. Providing 
cognitively appropriate occupations within self-care, household, and leisure 
activities might help to decrease challenging behaviors in persons with dementia 
by providing them with a sense of purpose and fulfillment and filling time, and 
may give caregivers and other family members and friends a topic of 
conversation or activity in which to participate together. 
Safety Concerns 
People with dementia have a tendency to wander and get lost, which can 
result in exposure to dangers such as busy streets, kitchen hazards, stairs, and 
subsequent injuries. They can also become frightened, anxious, and agitated by 
the increasing limitations in their abilities, as demonstrated through poor 
judgment with risk-taking behaviors and aggression. In contrast, persons with 
dementia also tend to become less involved with social and leisure activities as 
communication and sequencing become more difficult; depression and confusion 
can lead to withdrawal and a decreased activity level, resulting in weakness and 
deconditioning. 
In a prospective study of the incidence and prediction of falls in people 
with dementia, Allan, et al. (2009} asked participants to complete fall diaries with 
their caregiver, recording any event in which the participant ended up on the 
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ground or a lower surface as a fall. The results showed that people over the age 
of 65 with dementia who live in the community have a rate of falls which is almost 
ten times higher than that for older people without dementia (Allan, et al., 2009). 
Persons with dementia are at a high risk for falls due to a variety of issues, 
including weakness and motor impairments, behavioral disturbances, number 
and type of medications, and poor vision (Harlein, et al., 2009). As the number of 
medications used per day increases, there is a significant increase in the risk of 
falls (Ziere, 2006). In addition, people with dementia frequently have difficulty 
with balance and judgment during dynamic standing tasks such as dressing, and 
can fall trying to complete them independently. Unsafe conditions in the home 
environment also have a significant effect on one's chances of falling. In fact, 
according to the National Institute of Health (2012), most falls occur at home and 
are the primary cause of injury in the geriatric population. 
Fall prevention is critical for continued health and safety of elderly clients 
with dementia. Home modifications, in rooms, hallways, and staircases of the 
house along with lifestyle changes, such as exercise, can result in a significant 
decrease in clients' chances of falling. An increased activity level through 
engagement in meaningful occupation can lead to improved strength and 
balance, fewer falls, and increased social participation, with the potential for 
maintenance of or improvement in physical and cognitive skills. 
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Caregiver Burden 
The cumulative effects of agitation and withdrawal result in a situation in 
which the person with dementia suffers accelerated physical, emotional, and 
cognitive decline and an increased need for caregiver supervision, physical 
assistance, cognitive support, and attention and comforting. As these needs 
increase, the caregiver is more likely to become overwhelmed by the situation, 
possibly to the point at which residential placement becomes necessary. 
Etters, et al. {2007) completed a literature review on burden among 
caregivers of people with dementia. They noted that stressors related to 
caregiving, including mental, physical, social, and financial, as seen from the 
caregiver's point of view, work together to create caregiver burden. An 
increased sense of burden was reported to be associated with decreased client 
quality of life and increased nursing home placement. Behaviors most strongly 
associated with caregiver burden were found to include aggression and agitation, 
and behaviors requiring physical intervention, such as nighttime wandering, 
incontinence, and difficulty with movement/walking. Interestingly, minimal to no 
relationship was seen between burden and severity of dementia (Etters, et al., 
2007). 
Gitlin (201 0) found that the most upsetting problem behavior as seen by 
caregivers is resisting care, followed by behaviors such as repetitive questioning, 
argumentativeness, waking up at night, toileting problems, verbal 
aggressiveness, and wandering or trying to leave home. Some people with 
10 
dementia become agitated with self-care routines; behaviors may include hitting, 
biting, and screaming. According to another study, bathing is the task that is 
most likely to cause the difficulties (Hoeffer, 1997). In addition to these 
challenges, incontinence will eventually become an issue for all persons with 
dementia and their caregivers at some point in time. Incontinence is reported to 
be one of the top reasons families decide to place their loved one into a long-
term care facility. 
"Collapse in caregiving" is a phrase used for the institutionalization of a 
client with dementia. Gort, et al. (2007) "observed greater caregiver burden and 
collapse in caregiving at home when behavioural (sic) disorders were 
present" (Gort, et al., 2007, p.961 ). They also observed that a collapse in 
caregiving was greater when caregivers lived apart from the person with 
dementia. The research group suggested that this finding might be due to the 
fact that caregivers living outside of the person's home had to balance the care of 
their own home and families with the care of their loved one with dementia (Gort, 
et al. , 2007). 
Almberg, et al. (1997) compared caregivers who develop or experience 
burnout to caregivers who did not experience of burnout and their coping styles. 
It was found that the caregivers who experienced burnout more routinely used 
emotion-focused strategies such as grieving, worrying, and self-accusation, as 
well as wishful thinking and stoicism. Those who did not experience burnout used 
problem-focused strategies more habitually, such as confronting the problem, 
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seeking information, and seeking social support, as well as the emotion-focused 
strategy of acceptance. "When the caregivers in this study took direct action, 
they appeared to be less psychically, emotionally and mentally 
exhausted" (Aimberg, et al. , 1997, p. 689). The program proposed here 
capitalizes on an education, action-based, social support strategy in an effort to 
decrease burnout and burden for caregivers. 
AOTA's Occupational Therapy Practice Framework 
Providing cognitively appropriate occupations and adapting previous 
leisure, self-care, and household tasks can help to give clients with dementia a 
sense of purpose and fulfillment, may fill time, and may give caregivers/family 
members activities in which to participate together, thus decreasing the risk of 
occupational deprivation. This approach is complementary to the domain of 
occupational therapy as explained in the American Occupational Therapy 
Association's (AOTA) Occupational Therapy Practice Framework ( OTPF; AOTA, 
2008). In the OTPF, occupational therapy is described as "supporting health and 
participation in life through engagement in occupation" (AOTA, 2008, p.626) . 
Engagement in meaningful occupation can promote physical and cognitive 
activity and decrease agitation, which in turn can result in improved health as 
seen through maintaining strength and balance, fewer falls, and the conservation 
of cognitive skills. 
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When looking at performance of occupations, roles are discussed in the 
OTPF. Roles are determined by societal, cultural, and personal expectations and 
beliefs. They can help direct clients towards meaningful occupations and can 
guide practitioners towards appropriate suggestions. Personal context is also 
viewed as important in having an effect on performance in the practice 
framework; this includes the client's age, gender, educational level, and 
socioeconomic status. An occupational profile can be a useful way to discover a 
client's past occupations as well as their current limitations, values, interests, and 
priorities (AOTA, 2008). This information is valuable in determining positive 
approaches to each client as well as meaningful therapeutic activities, and is a 
critical component of the client-centered program proposed in this paper. 
The interactions of the person, his/her context, the environment, and 
activities provided are supported by the occupational therapist to maximize 
occupational participation, health, and life satisfaction. Occupational therapists 
working within the OTPF are skilled at helping clients to maintain safety and 
independence in a client-centered manner as they promote participation in life 
through engagement in everyday activities, emphasize collaboration between 
client and therapist, acknowledge the importance of meaningful activity, respect 
individual differences and values, and focus on both the person and his/her 
environment (AOTA, 2008). 
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Clientele 
This caregiver- and client-centered program is geared towards people who 
are over the age of 65 and have been diagnosed with dementia by a physician. 
Their primary caregiver will be identified and will be asked to participate in all 
sessions. Client-caregiver teams must be able to attend four group sessions and 
be willing to have an occupational therapist visit their home on four occasions, 
plus a follow-up visit at a later date. The initial program will be eight weeks with a 
time commitment of one to two hours per week. 
Intervention Elements 
The program will include the following elements: 
• Incorporating meaningful activity into the daily routine 
• Increasing home safety 
• Providing strategies for challenging behaviors 
This program will incorporate meaningful activity into the daily routine 
through activity adaptation, the recognition and use of individual preferences 
using a preferences worksheet, and life story work. Activity adaptation involves 
simplifying ADLs, IADLs, and leisure activities so that people with dementia can 
continue to contribute to task completion to the best of their abilities. For 
example, some possible activity adaptations for the ADL of getting dressed 
include: posting simple, clear directions in the bathroom to provide the sequence 
of steps needed for bathing, grooming, or toileting; placing labels on drawers to 
mark contents; laying out clothing in the proper order for dressing or placing 
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entire outfits on one hanger; and providing clothing with elastic waistbands and 
velcro rather than challenging fasteners. These strategies are used with success 
in the nursing home setting. 
A preferences worksheet, as developed by this writer, provides ideas for 
improved success and comfort with ADLs, rest, and leisure participation, 
especially for caregivers less familiar with the person who has dementia. It is 
best practice to complete this form together with the person who has dementia 
during the earlier stages if at all possible, so that they may have input into the 
contents which can be shared with all future caregivers. A preferences 
worksheet might include an ADL schedule, ways of relaxing, bedtime routines, 
and likes/dislikes such as food, music/television, outdoors, and sensory input. 
Knowledge of these preferences can help the caregiver to orient leisure activities 
and daily tasks towards the person's interests, inclinations, and familiarity for an 
increased chance of a successful outcome. Please see Appendix A for a 
completed preferences worksheet. 
The purposes of the life story book are: to put into writing one's history, 
interests, preferences, and needs from his/her own point of view, and with his/her 
own opinions and versions of their life story; to empower the individual with 
dementia as an advocate for his/her future self; to make a "recipe book" which 
could provide caregivers with practical information about the person so they can 
provide more individually focused and helpful care and opportunities for activities; 
to celebrate one's life as a person with a history of unique skills, interests, and 
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accomplishments; and to create a treasure to be enjoyed by the person with 
dementia, family, caregivers, and friends. Topics may include family/friends, 
pets, milestones (i .e. wedding, birth of child) , school/work, military, travel, 
childhood and adulthood activities/hobbies. Photographs and memorabilia are 
critical components of the life story book. 
This program will strive to increase home safety through the use of a 
home safety evaluation, adaptive equipment, and assistive technology. In each 
household, the kitchen, bathrooms, and stairwells will be the main focus of the 
home safety evaluation as these have the most potential hazards and fall risks. 
Examples of suggestions might include clearing clutter, securing electrical cords, 
using bright lighting, and removing throw rugs, which are easy to trip over, 
especially when using a walker. Adaptive equipment such as raised toilet seats, 
securely fastened grab bars, and reachers for procuring items high or low can be 
implemented to improve the safety of daily tasks for people with dementia. 
Assistive technology, such as a stove timer, can increase independence 
and also protect people with dementia. The stove is a significant danger for 
people with cognitive deficits, as food can be forgotten and left to burn or 
flammable items can come into contact with the hot surface, causing a fire. "A 
timer device can provide a warning when the stove has been left on and/or turn it 
off, and protect vulnerable elderly people from the risk of fire , thereby helping 
people with dementia to remain in their own homes" (Nygard, 2008). 
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Just a few other examples of the myriad of assistive technology available 
include: pre-programmed picture phones to assist people in making calls 
independently at the press of a button; automated pill boxes; door, chair, and bed 
alarms to alert caregivers to potentially dangerous activities in time to prevent 
harm to the individual with dementia; and electronic tracking devices or GPS 
systems which can help caregivers to find their loved one in the case of 
wandering or getting lost. Research on the use of GPS and monitoring systems 
found that this technology "enhanced feelings of security and reduced fear and 
anxiety among relatives of persons with dementia" (Olsson, 2012). 
This program will also provide strategies for challenging behaviors, such 
as bathing. As noted previously, one study found that bathing is the task that is 
most likely to cause difficulties during self-care routines (Hoeffer, 1997). There 
are a multitude of strategies to make this task more tolerable for all people 
involved, a few of which include: distraction, such as singing, as singing for or 
with people during morning care has been shown to decrease resistant behavior 
and increase positive emotions (Hammar, 201 0); helping the person to relax 
using familiar soaps, shampoos and routines in line with the preferences 
worksheet; being cautious of arthritic pain, fears of falling or getting wet, or 
discomfort with being naked; and performing a bed bath, with most of the 
person's body covered. 
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Toileting, night wakefulness, and wandering are additional challenging 
behaviors that will be explored with people who have dementia and their 
caregivers during the course of this program. 
Program Structure 
This eight-week program will consist of four hours of group occupational 
therapy and four hours of individual therapy, with four client-caregiver teams 
assigned to each group. The first, third, fifth, and seventh weeks will involve 
group sessions in a central accessible location, and the alternating weeks will 
consist of individual home meetings for follow-through of the ideas presented, 
individualized support and assistance, and privacy for the caregiver who may 
want to speak with the occupational therapist alone. Group sessions will use the 
strategies of providing education, stimulating discussion, question/answer time, 
and idea sharing. One-on-one sessions in the client's home will then focus on 
strategies for individual concerns, needs, and goals including home safety. 
Challenging behaviors will be addressed privately during home visits. 
Assessment Instruments 
VanDurme, et al. (2012) completed a literature review of tools assessing 
the effects on the primary caregiver involved in informal caregiving for elderly 
clients at home; the researchers preferred the Zarit Burden Interview (12-item) 
due to its "extensive validation , conciseness and user-friendliness" as well as "its 
ability to detect changes over time" (VanDurme, 2012, p.490). 
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The Handbook of Assessment in Clinical Gerontology, edited by Peter A. 
Lichtenberg, includes the ZBI-12. The 12 questions on a five-point ordinal scale 
(never, rarely, sometimes, quite frequently, and nearly always) include not having 
enough time for oneself, stress over meeting other responsibilities such as work 
and family, feeling angry or strained when around the relative, if relationships 
with other family members/friends are affected by the relative, if one's health and 
social life have suffered, if one's privacy has decreased, feelings of control over 
one's life, uncertainty about what to do about one's relative, and feeling as if one 
could do a better job in caring for their relative (ZBI © Zarit & Zarit, 1980-2008). 
The Quality of Life in Alzheimer's Disease measure (QOL-AD) and 
interviewer instructions are available for free online at www.dementia-
assessment.com.au. This scale briefly assesses physical health, energy, mood, 
living situation, family, marriage, friends, activities, self, and life from both the 
caregiver 's and client's point of view for a person-centered approach. The 
authors wrote this measure with input from clients, caregivers, and professionals 
and included domains within the realm of what was deemed important for the 
quality of life of people with dementia (Logsdon, 1996). 
Benefits of the QOL-AD include: a short amount of time needed ; easy 
completion for interviewees; good content validity, good construct validity; good 
test-retest reliability, good-to-excellent internal reliability, and good construct 
reliability ; simple scoring with no formal training required; and the fact that it uses 
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a person-centered self-assessment approach (Mayle et al., 2011; Merchant & 
Hope, 2004; aro.gov.au). 
The QOL-AD has 13 items, provided in questionnaire form to caregivers 
and interview form to clients (Logsdon, 1996). Clients who have MMSE scores 
at or above 10/30 are expected to be capable of completing the interview. Each 
question is answered on a four-point ordinal scale, with 1 being "poor" and 4 
being "excellent," with a maximum score of 52 and a minimum of 13; client and 
caregiver scores can be combined for a total score. Client or caregiver alone can 
participate in this measure when necessary (i.e. live alone, MMSE below 1 0). 
Goals and Objectives 
Measurable objectives for this program: 
1. 50% of caregivers of participants over the age of 65 with dementia will 
demonstrate a statistically significant decrease in self-reported caregiver 
burden on the Zarit Burden Interview (ZBI-12 item) over a 8 week period. 
2. 50% of participants over the age of 65 with dementia will report a statistically 
significant increase in quality of life on the QOL-AD measure over a 8 week 
period. 
3. None of the participants over the age of 65 with dementia will be placed into a 
nursing home over a one year period. 
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4. Participants over the age of 65 with dementia will demonstrate a statistically 
significant decrease in falls as compared to controls over a one year 
period. 
Graff, et al. {2007) looked at the effects of community occupational 
therapy on quality of life, mood, and health status in people with dementia and 
their caregivers. One week after the conclusion of the five-week long program, 
49% of the participants with dementia demonstrated a clinically relevant increase 
in quality of life and 54% of their caregivers showed a clinically relevant increase 
in quality of life. At 12 weeks the outcomes remained significant at 46% for 
participants and 55% for caregivers (Graff, et al., 2007). 
Summary 
The number of elderly Americans is increasing rapidly, and dementia is 
prevalent within this population, especially among the growing group of people 
over the age of 90 (National Institutes of Health, 2011; Plassman, et al., 2007). 
The majority of elderly people, including many with dementia, report that they 
would like to stay in their own homes, which is cost effective for the family and 
community (Keenan, 201 0; Alzheimer's Association, 2012). In addition, people 
with dementia who live at home are happier, safer, and more independent than 
those who have been moved out of their homes (Alzheimer's Society, 2013). 
However, they present with a variety of health and safety concerns which have 
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an impact on both their own and their caregivers' quality of life (Allan, et al., 2009; 
Etters, et al. , 2007, Gitlin, 201 0). 
This chapter introduces a program for people with dementia and their 
caregivers, incorporating a personalized approach, the inclusion of meaningful 
activity, safe and effective strategies for daily tasks, an introduction to technology 
aides and adaptive equipment, and health management tips. An occupational 
therapy program with these critical components may help people with dementia 
and their caregivers to meet the goal of staying in their homes for as long as 
possible. 
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Chapter Two: Theoretical Framework and Evidence Base 
TheoreticaVConceptual Frameworks 
Need-Driven, Dementia-Compromised Behavior Model 
The need-driven, dementia-compromised behavior (NOB) model comes 
from the nursing literature. Kovach, et al. (2005) explain that the NOB model 
helps to clarify the cause of challenging behaviors in people with dementia as 
unmet needs which the person is unable to express verbally. The authors 
provide several examples of needs and the behaviors which may ensue, such as 
thirst leading to repetitive movements, circadian rhythm disturbance resulting in 
sundowning and calling out, an unstimulating daily schedule leading to pacing, 
and pain resulting in attempts to exit the room/building (Kovach, 2005). As noted 
previously, the ramifications of these types of behaviors can be dangerous and 
upsetting for both people with dementia and caregivers, and may include 
aggression, yelling, refusal of care, falls, withdrawal, nighttime wakefulness, and 
accelerated nursing home placement. In fact, Kovach, et al. expand upon the 
original model by Algase, et al. (1996) to specify the risk of consequences when 
expressing needs through NOB, and reframed it as C-NOB (C for 
consequences). "Cascading effects occur in which not meeting the original need 
results in new needs and behavioral symptoms" (Kovach, 2005, p. 136). 
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The Model of Human Occupation (MOHO) 
The Model of Human Occupation (MOHO) focuses on participation and 
adaptation in life occupations. The theory suggests that the person's 
characteristics and their environment are connected and the resulting 
engagement in occupation is a reflection of both. It also notes that participation 
in occupation changes or maintains personal characteristics (Kielhofner, 2009). 
The model focuses on client-centered therapeutic reasoning by carefully 
considering individual circumstances and by involving the client in such 
reasoning as much as possible (Kielhofner, 2009). "Occupational identity" is the 
idea that people view themselves in terms of what they do (Kielhofner, (2009). 
Person-Centered Care 
In 1924, when he was 22, Carl Rogers left divinity school to study 
psychology. He altered his educational path because he wanted to discuss and 
develop his own ideas, rather than simply learning about those of others. Rogers 
believed that students should discover ideas for themselves while the professor 
simply acts as a facilitator. These priorities, including the belief that free 
exploration promotes change, led the way for the creation of Rogers' client-
centered psychotherapy approach (Sollod, 1978). 
In his writing, Rogers explained that the therapist should make the effort to 
see rather than evaluate the person and should look at the situation from the 
client's point of view (Rogers, 1947). Within his approach Rogers defined self-
actualization as fulfilling one's potential and attaining optimal functioning; he 
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believed that this should be the ultimate goal of psychotherapy (Ford, 1991; 
Wexler, 1974). Eventually "client-centered" was replaced with "person-centered" 
to highlight the importance of the therapy-seeking individual as the expert on 
themselves and the one in charge of directing the therapy sessions towards the 
goal of self-actualization (Brooker, 2004). 
The idea of person-centered care remained an approach used exclusively 
in psychotherapy until 1988, when Thomas Kitwood began to explore this 
concept within the physical and behavioral supervision of patients with dementia; 
he used the same wording as Rogers out of respect for its Rogerian beginnings 
(Brooker, 2004). The late Kitwood had a PhD in social psychology and was a 
university lecturer as well as a researcher. He did not feel that the medical model 
being used at the time was sufficient when working with people who have 
dementia as it ignored the human needs of the clients and even destabilized 
personhood (Bellchambers, 2007). 
Kitwood (1997) wrote about the potential for positive personality changes 
in clients with dementia, including traits such as affection, shamelessness, trust, 
and spontaneity, which tend to demonstrate a freedom from the typical rigid 
expectations of adults. The ability to celebrate each person appears as an 
underlying idea. Kitwood also emphasized the need for respecting individuality, 
stimulating senses, supporting the distressed, and focusing on strengths as focal 
to person-centered care. Kitwood (1997) viewed individuality, in terms of culture, 
interests, values, beliefs, gender, temperament, and more, as central to 
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understanding each person and how he/she is affected by dementia and 
demonstrates symptoms. 
When discussing the needs of people with dementia, Kitwood (1997) 
identified the primary psychological need as the need for love and five needs that 
surround and feed into love as well as one another. These needs include 
attachment, comfort, identity, inclusion, and occupation. When these needs are 
not met, emotional and behavioral ramifications may be seen. Some clients 
become "shadows" to their care-givers, seek attention through negative behavior, 
or withdraw. Kitwood emphasized that the need for occupation remains present 
in dementia, and that it needs to be meaningful for each person. He noted that 
many previous occupations have become too complex for people with dementia, 
and that when alternatives are offered they need to be based upon individual 
characteristics and interests (Kitwood, 1997). 
According to Brooker (2004), the writings of Sabat (2005), Rader (1996), 
Feil, and Thomas (1994) also suggest concepts for dementia care that are useful 
when working towards a complete picture of person-centered care. Steven 
Sabat, a professor of psychology who has specialized in neuropsychology, has 
recognized that people with dementia have diminished cognitive skills that are 
easily measured with current evaluation tools. However, he has argued that 
long-term memory, personality, and values generally survive. In other words, 
selfhood persists, but it is difficult to assess. Sabat has voiced the concern that 
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people with dementia are not allowed to make decisions for themselves, although 
they may have the skills to participate in the process (Sabat, 2005). 
With a background as a registered nurse (RN), Joanne Rader (1996) has 
discussed ways to improve quality of care for clients with dementia by using 
compassion, prevention, creativity, and redirection when dealing with challenging 
behaviors. She has also emphasized the importance of looking at a situation 
from the client's point of view (Rader, 1996). Naomi Feil has been a proponent of 
meeting the person with dementia within their own reality, rather than forcing 
reminiscence and historical accuracy. As a social worker, she wanted to help 
people with dementia come to peace with their lives before dying. Feil's methods 
of interaction were created with the goals of providing acceptance, diminishing 
distress, and improving self-esteem in mind (Morton, 1991 ). 
William Thomas developed the idea of "the Eden Alternative" and has 
written a book about his experiences (1994). As a nursing home physician, he 
has transformed several long-term care homes into thriving living communities. 
He has brought plants, animals, and children into these once lifeless and sterile 
homes, challenging traditional ideas as to a proper living environment. Behind 
these changes is the idea that people with dementia have the capacity to grow; 
they can take pride in, and take ownership and responsibility for their 
environment. He has noted the importance of recognizing the clients' abilities 
and needs rather than the staff's, especially the need to combat loneliness, 
helplessness, and boredom (Thomas, 1994). 
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With the goal of defining person-centered care in dementia, Dawn Brooker 
has taken on the enormous task of bringing together the teachings of Kitwood, 
Sabat, Rader, Feil, and Thomas. She has described person-centered care by 
taking all of their ideas and values into account through four main tenets. These 
include:" ... valuing people with dementia and those who care for them ... treating 
people as individuals ... looking at the world from the perspective of the person 
with dementia ... [and] a positive social environment" (Brooker, 2004, p.216). All 
four can be seen to work together and affect one another. In fact, Brooker has 
emphasized that success in person-centered care depends upon having all four 
of these principles in place due to their interdependence (Brooker, 2004). 
In summary, focal points of person-centered care for people with dementia 
include: 
Viewing a client's situation from his/her point of view, especially with 
challenging behaviors 
Recognizing that selfhood persists in dementia and valuing each 
individual; viewing all people as unique, in terms of strengths, 
weaknesses, culture, interests, values, beliefs, gender, temperament, etc. 
Understanding that people with dementia have the potential for positive 
change and growth 
Identifying and working towards meeting needs including self-esteem, 
acceptance, control, attachment, comfort, identity, inclusion, and 
occupation within a supportive environment 
Focusing on the client's needs rather than care-giver needs 
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Overview of the Problem/Explanatory Model 
Definition of Dementia and Diagnostic Criteria 
Dementia is "a general term for a decline in mental ability severe enough 
to interfere with daily life" (Alzheimer's Association, http://www.alz.org/what-is-
dementia.asp, 2013). Dementia is a collection of symptoms associated with 
brain disorders which affect cognitive functioning , including memory loss, 
confusion and decreased problem solving, loss of the ability to retain emotional 
control , struggles with day-to-day functioning, and difficulties with expressive and 
receptive communication (Nadeem, 2013; Nazarko, 2011; NIH, 2011 ). Currently, 
there is no cure for dementia, but medication can slow its progress while therapy 
can help people maintain skills and learn strategies for compensation in order to 
achieve increased independence, an improved quality of life, decreased 
caregiver burden, and delayed nursing home placement (NIH, 2013). 
The Diagnostic and Statistical Manual of Mental Disorders (DSM-IV-TR) is 
a manual published by the American Psychiatric Association to categorize 
psychiatric diagnoses; it offers a common terminology for use among 
professionals, insurance companies, and other stakeholders. The manual 
contains diagnostic criteria for dementia of the Alzheimer's type, vascular 
dementia, and dementia due to other general medical conditions such as H IV 
infection, traumatic brain injury, Parkinson's disease, Huntington's disease, 
hypothyroidism, brain tumor, or vitamin 812 deficiency. The fourth edition, 
revised (DSM-IV-TR, American Psychiatric Association, 2000, p.157-158) 
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outlines the following criteria for a diagnosis of dementia of the Alzheimer's type, 
the most common form of dementia (62% of dementia cases; Nazarko, 2011): 
A. The development of multiple cognitive deficits manifested by both 
1. memory impairment (impaired ability to learn new information or to 
recall previously learned information) 
2. one (or more) of the following cognitive disturbances: 
a. aphasia (language disturbance) 
b. apraxia (impaired ability to carry out motor activities despite 
intact motor function) 
c. agnosia (failure to recognize or identify objects despite intact 
sensory function) 
d. disturbance in executive functioning (i.e., planning, 
organizing, sequencing, abstracting) 
B. The cognitive deficits in Criteria A 1 and A2 each cause significant 
impairment in social or occupational functioning and represent a 
significant decline from a previous level of functioning. 
C. The course is characterized by gradual onset and continuing cognitive 
decline. 
D. The cognitive deficits in Criteria A1 and A2 are not due to any of the 
following: 
1. other central nervous system conditions that cause progressive 
deficits in memory and cognition (e.g., cerebrovascular disease, 
Parkinson's disease, Huntington's disease, subdural hematoma, 
normal-pressure hydrocephalus, brain tumor) 
2. systemic conditions that are known to cause dementia (e.g., 
hypothyroidism, vitamin 812 or folic acid deficiency, niacin 
deficiency, hypercalcemia, neurosyphilis, HIV infection) 
3. substance-induced conditions 
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E. The deficits do not occur exclusively during the course of a delirium. 
F. The disturbance is not better accounted for by another Axis I disorder 
(e.g., Major Depressive Disorder, Schizophrenia). 
The World health Organization (WHO), a leader and authority in global 
health issues for the United Nations, defines dementia in the following way: 
"Dementia is a syndrome- usually of a chronic or progressive nature- in which 
there is deterioration in cognitive function (i.e. the ability to process thought) 
beyond what might be expected from normal ageing [sic]. It affects memory, 
thinking , orientation, comprehension, calculation, learning capacity, language, 
and judgement. Consciousness is not affected. The impairment in cognitive 
function is commonly accompanied, and occasionally preceded, by deterioration 
in emotional control, social behaviour [sic], or motivation" (WHO, who.int, 2013). 
Due to its gradual onset, the early stage symptoms of forgetfulness, becoming 
lost in familiar places, and losing track of time may be overlooked (WHO, 2013). 
Early Signs and Symptoms of Dementia 
Some of the initial signs of dementia include memory loss, confusion , and 
difficulties with orientation to time. Memory loss most commonly involves short-
term memory problems as evidenced by trouble recalling recently learned 
information, such as where one has placed an object. LaRue, et al. (1993) found 
that forgetfulness was the symptom most commonly reported first by relatives; 
90% of the caregivers sampled described forgetfulness as an initial symptom. 
Confusion was the next most frequently reported symptom, reported by 50% of 
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caregivers as a first indicator of dementia (LaRue, et al., 1993). Confusion may 
be demonstrated by difficulty paying attention, trouble solving problems, and poor 
judgment; people with dementia may struggle to follow a recipe, remember to 
eat/bathe, find the way to a familiar location, remember where they are, manage 
their finances, and/or keep track of time in terms of time of day, season, and 
year. In addition, people in the early stages of dementia may also demonstrate 
difficulties with communication as seen through challenges with word finding, 
following and participating actively in a conversation, and writing (Alzheimer's 
Disease International, ND; Alzheimer's Association, 2009, 2012). 
Maki, et al. developed the Symptoms of Early Dementia-11 Questionnaire 
(SED-110; Maki, 2013), a brief questionnaire to screen for early dementia. The 
research team reported that when completed by someone familiar with the client, 
the SED-110 was reliable in discriminating between people who did and did not 
have dementia. Therefore, the team determined that the SED-110 would be a 
viable brief screen to use in both clinical and community settings to determine if 
further formal testing is warranted (Maki, 2013). Items on this questionnaire 
delineate the earliest signs of dementia and include repetitive talking/questioning, 
trouble understanding the context of facts , forgetting to clean up/turn off 
appliances, being unable to do two things at once/misplacing items, indifference 
about clothing/personal concerns, difficulty with medication management, taking 
longer to complete tasks, being unable to make a plan, trouble understanding 
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complex topics, loss and/or change of interests, and new irritability/ 
suspiciousness (Maki, et al., 2013). 
Emotional/Behavioral Sequelae of Dementia Symptoms 
The symptoms and signs described above can lead to anxiety, fear, and 
agitation. The results of a literature review by Bergh and Selbaek (2012) 
demonstrated that the most common neuropsychiatric symptoms in people with 
dementia were apathy, irritability, agitation, depression, and anxiety. At least one 
neuropsychiatric symptom was found to be present in 68 to 84% of people with 
dementia who live in the community, and prevalence was seen to increase along 
with the severity of dementia (Bergh & Selbaek, 2012). People with dementia 
may become frightened, accuse others of moving or stealing objects, frantically 
search for "lost" items (rummaging), and/or may believe that people are trying to 
deceive them (Woods, 2001 ). One resident at Hill Haven Nursing Home in 
Webster, New York refused to finish her lunch because she believed that 
someone else had been eating it; she had started to eat, but became distracted 
briefly and forgot that she had been the one who had taken the bites. This 
woman was able to communicate her concerns, but this is not always possible 
for people as they become more compromised by advancing dementia. The 
result can be frustration and anger, increasingly demonstrated through negative 
behaviors such as screaming or hitting as the ability to communicate verbally 
fades. 
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Other Possible Causes of Behavioral Issues 
As noted in the section on theoretical frameworks, the need-driven, 
dementia-compromised behavior (NOB) model asserts that practitioners can 
assist caregivers in determining the underlying causes of agitated reactions 
because such behaviors may be due to an unmet need or by an attempt to 
communicate a need (Keady and Jones, 201 0; Kovach, et al., 2005). Also 
necessary for consideration is the fact that anxiety and agitation may be due to a 
number of possible factors, including pain or discomfort (as in constipation), 
hallucinations, the fear of being left alone, understimulation, sensitivity to 
temperature or noise, lack of familiarity in a new setting, feeling vulnerable during 
personal care, side effects of medication, depression, insecurity, hopelessness, 
embarrassment regarding their dementia symptoms, and/or diurnal rhythm 
disturbances and sleep issues (Schreinzer, et al., 2005 ; Owenby, 2000; Dewing, 
201 0; Howard, 2001; Woods, 2001 ). 
Circadian Rhythm Problems, Sleep Issues, and Sundowning 
Sleep disturbances are common in the elderly, but organic disorders, such 
as dementia, can exacerbate the symptoms. Side effects of medications, 
daytime sleepiness, falling asleep early, waking early, confused awakenings, fear 
of the dark, inappropriate nighttime activity, such as dressing and eating, and 
poor sleep hygiene can also cause sleep issues for people with dementia 
(Gibson, et al., 2013; Deschenes, 2009). According to the National Sleep 
Foundation (2011 ), sleep hygiene refers to behaviors which increase nighttime 
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sleep quality and daytime alertness, the most critical being a consistent sleep-
wake pattern. Other important aspects of good sleep hygiene include spending 
the correct amount of time in bed, not having caffeine or alcohol too close to 
bedtime, exercise, exposure to light, bedtime routines, sleep environment, and 
avoiding daytime naps (National Sleep Foundation, 2011 ). It has been 
demonstrated that people partake in daytime sleeping more frequently as their 
dementia progresses; however, regardless of the severity of dementia, increased 
daytime sleep has been correlated with decreased quality of life (Kuhn, et al., 
2005). 
Based on bed-partner caregiver reports, Rongve, et al. (201 0) found that 
29.9% of subjects with mild dementia had insomnia and 22.6% had excessive 
daytime sleepiness, but that less than half of the participants with daytime 
sleepiness also had insomnia. In another study of sleep disturbance in persons 
with Alzheimer's disease, caregivers reported symptoms of sleep disturbance in 
their partner such as being drowsy during the day (67.9%), taking longer than 30 
minutes to fall asleep (25.5%), waking up at night for more than one hour 
(24.1%), waking too early (36.0%), or having restless sleep (33.1%) 
(Tractenberg, et al., 2005). Clearly, commonly caregivers' sleep length and 
quality are both affected by these behaviors as well, especially when sharing a 
bed. 
Sundowning is both a sleep-wake pattern disturbance and a behavioral 
issue which most people with dementia exhibit at some point during the course of 
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their disease. Most typically it occurs during the middle stages of dementia 
(Alzheimer's Association , 2013). Demonstrating a diurnal pattern of 
neuropsychiatric symptoms, sundowning is thought to be associated with a 
disordered circadian rhythm. Symptoms occur in the late afternoon, evening, or 
at night, and may include physical aggression, refusal to participate in or allow 
others to provide daily care, verbal disruptions such as screaming, nighttime 
sleeplessness, daytime sleepiness, agitation, increased confusion, anxiety, and 
wandering. Sleep disturbances for both the person with dementia and the 
caregiver and the behavioral consequences associated with sundowning can 
worsen to a point where the person requires institutionalization (Khachiyants, et 
al., 2011; Nowak, 2007; Alzheimer's Association, 2013). 
The Issues of Wandering and Becoming Lost 
Wandering can be another consequence of the confusion seen in 
dementia, as when a person becomes lost in familiar environments, forgets 
where he/she is going, or believes there is a task he/she must complete. For 
example, an 85 year old client at Hill Haven Nursing Home continually attempted 
to leave the unit with the idea that she needed to pick her children up from 
school. According to Klein, et al. (1999), wandering in community-dwelling 
people with dementia can be defined as "persistent pacing about and/or 
persistent attempts to leave a confined area" (p.274). This research group found 
that the symptom most closely associated with wandering was sleep 
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disturbances; and assert that adjusting the sleep-wake cycle may be a powerful 
method of treatment for wandering (Klein, et al., 1999). 
Algase, et al. (201 0) explored the phenomenon of wandering and the 
physical environment in long term care settings through the NOB model using a 
descriptive, cross-sectional design. This research group found that people with 
dementia tended to wander less in locations where purposeful, social, or 
soothing activities take place, for example the kitchen or bedroom respectively, 
both of which can meet needs (eating and sleeping). Spaces which were brightly 
lit, varying in sound level, near other people, engaging in atmosphere, or 
unfamiliar were correlated with increased wandering behaviors (Aigase, et al., 
2010). 
Bowen, et al. (2011) completed a prospective study of the antecedents to 
people with dementia living in the community becoming lost or missing. The 
most common antecedent entailed caregivers leaving the care recipient alone in 
a setting in which they had previously been autonomous, such as a room of the 
house or the neighborhood. The next most common scenario involved care 
recipients being unable to retain directions, such as "wait here", followed by 
independent awakening (Bowen, et al., 2011 ). Understanding the challenges 
inherent in living with dementia, such as wandering, poor problem solving, sleep 
issues, difficulty paying attention, poor judgment, degeneration of abilities, and 
unpredictable skill fluctuation, helps to explain how caregivers and their loved 
ones with dementia can become separated quickly. As Chung, et al. (2008) 
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discovered through in-depth interviews with caregivers of persons with dementia, 
the mental status and capabilities of people with dementia can be varying and 
unpredictable; strategies which worked in the past may no longer be sufficient. 
Caregivers must be aware of their loved ones' current level of ability for 
independence and constantly adapt safety measures, often with little support 
from others (Chung, et al., 2008). 
Additional Safety and Health Concerns 
Lach and Chang (2007) completed a focus group study regarding home 
safety issues from the point of view of caregivers; 94.9% reported safety 
concerns. The most common difficulties included wandering, medication 
problems, emergency response, aggression, cooking, using appliances, driving, 
and falls. The study indicated that people with dementia who live at home and 
participate in community settings are at a significant risk for accidents and 
injuries, which can lead to decreased engagement in activities and increased 
institutionalization (Lach & Chang, 2007). As noted in chapter one, people over 
the age of 65 with dementia who live in the community have a rate of falls which 
is almost ten times higher than that for older people without dementia (Allan, et 
al., 2009). Other safety issues reported in people with dementia living in the 
community include: eating spoiled food, toxic plants, or poisonous items; 
dangerous responses to hallucinations and delusions; using firearms or power 
tools found in the home; obtaining burns from hot water; experiencing side 
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effects from alcohol; and exposure to tripping hazards/poor balance (NIH, 201 O; 
Alzheimer's Association, 2012; Alzheimer 's Association, 2013). 
Self Care (ADLs and IADLs) 
As people with dementia progress through the disease, they also need 
increasing levels of assistance with ADL tasks, especially sleep schedules and 
dressing/undressing (Cohen-Mansfield, 2007). It has been demonstrated that 
the greater the care-recipients' impairments in ADLs or IADLs as perceived by 
caregivers, the more burden those caregivers reported (Kim, et al., 2012; Razani, 
2007). The decline in independence in ADLs and IADLs also corresponds to 
cognitive decline and is a significant risk factor for nursing home placement for 
people with dementia (Steeman, et al., 1997; Atchison, et al., 2006; Desai, et al., 
2004). Difficulty with short term memory, paying attention, and sequencing make 
daily occupations requiring multiple steps, such as self-care and household 
tasks, increasingly difficult. For example, when getting dressed, a person with 
dementia may forget whether he/she is dressing or undressing or may wear 
clothing inappropriate for the weather (i.e. shorts in winter). 
Challenging Behaviors 
In the later stages of dementia, when a client is no longer able to complete 
his/her own self-care, refusal of assisted care may become more common as 
confusion and fear increase. From the point of view of caregivers, Gitlin, et al. 
(201 0} found that the behavior problem most frequently reported as the most 
severe was resistance to care, which 15.4% of caregivers reported as most 
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challenging. Hoeffer, et al. (1997) found bathing to be the task that is most likely 
to cause behaviors during care routines, including hitting, biting, and screaming 
(Hoeffer, 1997). According to the group of caregivers in the Gitlin study, the next 
most commonly reported upsetting behavior, at 1 0.5%, was repetitive questioning 
followed by argumentativeness, waking up at night, toileting problems, verbal 
aggressiveness, and wandering or trying to leave home (Gitlin, et al., 201 0). 
Behaviors most strongly associated with caregiver burden have been found to 
include aggression and agitation, and behaviors requiring physical intervention, 
such as nighttime wandering, incontinence, and difficulty with movement/walking 
(Etters, et al., 2007). 
Communication Challenges 
Communication difficulties intensify with the cognitive decline seen during 
the course of dementia. The initial limitations are subtle, but language skills 
rapidly deteriorate as seen in a diminished ability to decode complex concepts 
and sustain meaningful discourse, flat affect, anomia, and difficulty expressing 
oneself in written form; however, over-learned skills may remain intact 
(Thompson, 1987). This is often seen in the ability of people, even those with 
severe dementia, to have a generic "how are you?" "Fine, thank you" type of 
conversation. Small, et al. (2000) conducted focus groups with caregivers and 
found that daily home activities most commonly affected by communication 
problems included conversations involving personal life and using the telephone. 
Almost half of the caregivers participating in the study reported that discussions 
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revolving around using the bathroom, planning an agenda, locating an item, and 
meal preparation were also problematic (Small, et al., 2000). 
These challenges with conversational skills, memory, attention, and word 
finding have a negative effect on social interactions, self-confidence, and 
frustration level. Many people with dementia eventually express their anger and 
distress at being unable to communicate through resisting care, and/or may 
withdraw and avoid social situations (DeVries, 2013). In a study of 89 family 
caregivers, interviews and a communication inventory indicated that there was a 
positive relationship between communication challenges and both difficult 
behaviors and functional status of the person with dementia. The researchers 
theorized that the frustration felt during communication breakdown may lead to 
the behavioral issues (Savundranayagam, et al., 2005, p.S54). A relationship 
was also seen between these behaviors and caregiver demand and stress 
burden (Savundranayagam, et al., 2005). 
Occupational Deprivation and Decline in Skills 
The multifaceted limitation in activity participation experienced by people 
with dementia echoes the challenge of occupational deprivation. As noted in 
chapter one, consequences of occupational deprivation may include more 
depression, withdrawal, and decreased activity levels, and/or irritability and 
wandering behaviors (Hasselkus, 2006; Cohen-Mansfield et al., 201 0). The end 
result can be rapidly declining cognitive skills, increased risk-taking behavior and 
safety challenges for caregivers, an increased need for medications with side 
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effects, and/or deconditioning. Deconditioning can put people with dementia at 
further risk for decompensation; physical frailty has been found to be associated 
with a faster rate of cognitive decline in community dwelling older adults (Boyle, 
2010). 
Caregiver Burden and Institutionalization 
In addition to the increased needs for supervision and physical assistance, 
people with dementia tend to seek out more caregiver attention and support; this 
may be due to both the effect of occupational deprivation and as confusion, 
anxiety, and fear increase. In addition to the supervision and assistance 
provided by caregivers, many caregivers have been found to feel an enormous 
sense of responsibility to support their spouse though the cognitive decline 
process by preserving their sense of self and reducing stress as much as 
possible (O'Shaughnessy, et al., 201 0). In combination, these increased 
physical, social, and time demands on the caregiver can intensify burden, which 
has been associated with decreased quality of life for caregivers and increased 
nursing home placement (Etters, 2007). Yaffe, et al. (2002) conducted a study of 
5788 ethnically diverse people with dementia, 50% of whom were placed in 
nursing homes over the three-year study period. The researchers identified care-
recipient characteristics which had a significant association with long-term care 
placement, including dependence in one or more ADLs, psychotic symptoms, 
anger and aggressiveness, dangerousness, and waking the caregiver up; 
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caregivers with a high Zarit Burden Scale score were also associated with care-
recipient placement in a nursing home (Yaffe, et al., 2002). 
Summary 
People with dementia have cognitive limitations which interfere with daily 
functioning and increase in severity over time; symptoms include memory loss, 
trouble learning new information/skills, confusion, decreased problem solving, 
difficulty with abstract thinking, and poor judgment. Additional challenges are 
seen with emotional control, sleep-wake cycles, and communication. As a result 
of these obstacles, participation in and successful completion of ADLs, IADLs, 
leisure tasks, and social interactions are limited. Persons with dementia will 
require increased caregiver supervision and assistance as ADL and IADLs 
abilities decrease, and as risk factors for falls and injuries increase. 
Consequently, mood, motivation, safety, confidence, and independence 
deteriorate, leading to anxiety, wandering, and agitation. Persons with dementia 
may begin to resist care, demand more attention from caregivers, avoid activities 
and social situations, and/or become injured when wandering, agitated, or 
struggling to complete daily self-care tasks. In addition, strength and physical 
skill may diminish due to deconditioning, medication side effects, apathy, and 
withdrawal, leading to an increased risk of falls. Physical and cognitive declines 
will result from this sequence of events, as well as increased caregiver burden 
and nursing home placement. 
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An example of this sequence of events can be seen in the story of 
"Thelma", an 84 year old woman with severe dementia who currently participates 
in the rehabilitation program at Hill Haven Nursing Home. After her diagnosis of 
dementia, Thelma was able to continue living alone in her apartment; her son 
and daughter would take her to doctor appointments and assist with grocery 
shopping. Over time Thelma began having difficulty keeping track of her 
medications and bills, and her children took over these tasks by setting up a pill 
organizer and helping with managing her finances. In addition they noticed that 
Thelma stopped playing cards with her friends and avoided large family 
gatherings, complaining that she was "too tired". 
About a year later, Thelma's children became concerned by what they saw 
when they visited her apartment. On one occasion Thelma had forgotten to 
wash herself and change her clothes for several days, lost the telephone in the 
freezer, and left a pot of water boiling on the stove until it turned black. On 
another day she became lost when taking a short walk and was unable to 
remember her address. Her daughter also noticed a large bruise on her mother's 
arm but Thelma was unable to remember how she acquired it. The family 
decided that it was time for Thelma to move in with her son and daughter-in-law, 
who reduced their work hours and activities to supervise her. Thelma was angry 
and resistant, and spent several days wandering the house, unsure of which 
room was hers. She began wandering at night and fell several times; during the 
day she stared blankly at the television or napped. Eventually Thelma became 
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confused even when bathing and dressing, and frequently put on multiple layers 
of clothing on hot summer days. She needed increased help with all care tasks 
due to confusion and poor balance. One morning when her son was attempting 
to assist her in the shower, Thelma became angry and combative, fell in the 
bathtub, and was hospitalized for several days. 
Thelma then came to Hill Haven as the doctors determined that she was 
at a high risk for falls due to deconditioning and was not yet safe to return home. 
Despite the challenges faced, Thelma's children have been eager to have her 
return home as soon as possible. However, Thelma has now developed a 
severe fear of falling, and will not transfer from sitting to standing unless two 
skilled therapists are providing maximal assistance. Her son spends many 
hours at Hill Haven and attends therapies daily to assist, but is becoming 
fatigued, alienated from his wife, and discouraged. Between her anxious 
behavior, distressed voice, inability to comprehend therapist requests, weak arms 
and legs, and tendency to push back against gentle efforts to have her stand, 
Thelma's family is not going to be able to help her transfer to the toilet, etc. 
unless progress can be made. The result may be long-term care placement. 
Please see Appendix B for a visual form of the explanatory model. 
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Current Approaches and Attempts to Address the Problem 
Introduction 
A thorough review of the literature was completed in order to analyze 
previous attempts to address the problem of informal home caregiver burnout 
and consequent nursing home placement of people with dementia. Programs 
which attempted to increase client tranquility, independence, and safety in the 
home environment, therefore decreasing daily challenges and caregiver feelings 
of burden, were explored. Nine approaches were recognized as being within the 
framework of the proposed project including education and support for 
caregivers, fall prevention, strategies for self-care tasks (ADLs), IADLs and 
assistive technology, rummaging, hiding, and hoarding solutions, sleep 
strategies, promoting engagement in meaningful activity, life story work, and 
addressing multiple needs. 
Education and Support for Caregivers 
Pinquart & Sorensen (2006) completed a meta-analysis of 127 
intervention studies with caregivers of people with dementia and found only 
modest positive effects on burden and subjective well-being. Only those 
programs with structured multiple components were successful in decreasing the 
risk of nursing home placement, although these programs did not demonstrate 
any other positive effects. Psychoeducational programs were not found to reduce 
institutionalization. The interventions reviewed primarily focused on educational, 
counseling, and psychological programs for caregivers; however, one type of 
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study did involve training the care recipients, but only in memory skills. Not 
surprisingly, although ability and knowledge of caregivers improved overall in this 
group of studies, care recipient symptoms did not (Pinquart & Sorensen, 2006). 
Devor and Renvall (2008) provided 300 caregivers of family members who 
had dementia with a community-based group intervention; caregiver burden was 
measured before and after a six-hour educational seminar series. The 
curriculum included understanding Alzheimer's, long-term planning, 
communication tools and behavior management, safety in the home environment 
and body mechanics, suggestions for ADLs to decrease stress and increase 
independence, and keeping busy/enjoying time together. The researchers found 
a significant improvement in caregiver self-perceived competence, but no change 
was seen in caregiver burden. According to the authors, this may have been due 
to the degenerative nature of the disease (Devor & Renvall , 2008). However, 
although the topics in this series are thorough, opportunities for on-site home 
modifications, individualized problem-solving and context-based intervention 
were not provided. The incorporation of these strategies might have improved 
caregiver burden by providing immediate, practical suggestions. 
Similarily, Kurz, et al. (201 0) conducted a study in which 292 family 
caregivers were provided in a group format with an educational intervention 
focused on education and problem-solving. Topics included information on 
Alzheimer's disease in general and diagnostics/therapies available, the early 
stage of Alzheimer's and ways the caregiver can be supportive, the middle stage 
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and behavioral strategies, the late stage including helplessness and caring 
problems, legal and insurance issues, and how/where to get help and support for 
feelings of burden. These researchers found that their intervention had no effect 
on reducing nursing home placement. However, the authors did acknowledge 
that in order to provide successful support for caregivers, programs should 
include adding individual sessions to the intervention plan, strategies for behavior 
management and problem solving of specific issues, and the incorporation of 
acquired skills into the daily context of life with a person who has dementia (Kurz, 
et al., 201 0). 
Schoen makers, et al. (201 0) performed a quantitative analysis of the 
effects of supportive home programs for caregivers of people with dementia; in 
this study the interventions were primarily psychosocial and emotional support-
based. One intervention did involve exercise, and another included a 
communication skills training program. Their overall review of 26 articles led the 
authors to the conclusion that although provided in the home, these programs did 
not significantly decrease caregiver burden (Schoenmakers, et al. , 201 0). 
Perhaps a hands-on intervention which incorporated practical skills for handling 
daily challenges and home adaptations along with the psychosocial support 
would improve chances for success in decreasing caregiver burden by meeting a 
wider variety of caregiver needs. 
These research studies and reviews demonstrate the importance of 
incorporating more than simply education and support for caregivers into 
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programs for people with dementia and their caregivers. Effective interventions 
need to include both the person with dementia and the caregiver, should allow for 
hands-on practice in the home context, and need to address practical everyday 
issues specific to individual dyads and/or situations in the home. 
The remainder of this chapter describes a variety of additional 
approaches, including fall prevention, strategies for self-care tasks (ADLs), IADLs 
and assistive technology, rummaging, hiding, and hoarding solutions, sleep 
strategies, promoting engagement in meaningful activity, and life story work; 
each add to a more thorough solution by addressing these missing components. 
Fall Prevention 
In the literature, there are more than a dozen recent articles involving fall 
prevention with people who have dementia; however, the majority of these 
studies have been completed on people who live in residential care. Jensen and 
Padilla (2011) conducted a systematic review of 12 research projects which 
studied various interventions to prevent falls in people with dementia. However, 
they noted that the number of articles on this topic was insufficient and that the 
studies completed had significant limitations, including the fact that the majority 
of the studies were completed in nursing homes. The authors concluded that 
results should be viewed as a preliminary starting point for further research. 
Individualized exercise programs appeared to be the most promising, and 
occupation-based interventions within the typical routine were suggested. 
Because of their foundation in occupation and daily tasks, it was strongly 
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recommended that fall prevention programs for individuals who have dementia 
involve occupational therapy practitioners (Jensen & Padilla, 2011 ). 
When looking at the need for fall prevention programming for people living 
in the community, interventions typically are provided to seniors without dementia 
who may be at risk due to fall history or physical limitations. Community-based 
programs for people without dementia aim at improving health and vision, 
strength and balance, promoting physical activity, and occasionally home safety 
education, in group or individual sessions. Several research groups found no 
statistical significance between the control and experimental groups on number 
of falls (Lord, et al., 2005; Vind, et al., 2009; Robitaille, et al., 2012). Other 
studies have demonstrated a reduction in falls with fall prevention interventions, 
including two systematic reviews primarily comprised of exercise-based 
programs (Weerdesteyen, 2006; Day & Lord, 2008; Sherrington, et al., 2008; 
Gillespie, et al., 2012). In addition, Gillespie, et al. (2012), in their review of 159 
randomized controlled trials, found that home safety interventions, especially 
those for people at a high fall risk, correlate with a significant decrease in the rate 
of falls when carried out by occupational therapists. 
The Centers for Disease Control and Prevention (CDC) developed a 
concise yet detailed publication entitled 'Compendium of effective fall 
interventions: What works for community-dwelling older adults, 2nd 
edition' (Stevens 201 0). The review included 22 studies using a randomized 
controlled study design, and looked at adults living in the community, aged 65 
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and older, with the primary outcome measure being a significant reduction in 
falls. In 20 of the 21 studies reporting number falls in a year, 31-100% of the 
subjects had suffered at least one fall in the previous year; subjects included in 
the studies were at-risk for falls secondary to issues such as fall history, age, 
physical disability related to fall risk, and fear of falls (Stevens 201 0). Because 
18 of the 22 studies had exclusion criteria including cognitive impairment or 
degenerative neurological condition, generalizing the results to people with 
dementia would not be advisable. However, the ideas presented in these 
interventions can be a useful starting point. Twelve of the programs directly 
involved an occupational therapist and/or physical therapist into the intervention. 
Settings varied, from one-on-one to groups, either at home or in the community. 
Common beneficial treatments included: home exercise programs to improve 
strength, endurance, mobility, and balance; home safety evaluation and 
recommendations ; identifying medical risk factors; and fall prevention techniques/ 
reducing risk behaviors (Stevens 201 0). 
Chase, et al. (2012) completed a systematic review of the effect of home 
modification and fall prevention occupational therapy programs on falls and the 
performance of community-dwelling older adults. Their synthesis of 33 articles 
indicated that multifactoral client-centered interventions, incorporating a mixture 
of home evaluations and modifications (including assistive technology and 
adaptive equipment), physical activity or exercise, and education regarding 
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strategies for safety and independence, had the most significant positive results 
on both fall prevention and occupational performance (Chase, 2012). 
Strategies for Self-Care Tasks 
The majority of ideas obtained for increasing independence and 
cooperation in each of the specific self-care task areas for people with dementia 
come from non-evidence based literature, including books and websites created 
for caregivers of people with dementia. Where available, evidenced based 
research is used to guide suggestions presented in this section; however, the 
majority of research studies looking at the self-care needs and strategies for 
people with dementia were conducted with nursing home residents rather than 
care recipients living at home, possibly due to easy access. 
Padilla (2011 ), completed a systematic review of the evidence for the 
effectiveness of interventions designed to modify the activity demands of the 
occupations of self-care and leisure for people with Alzheimer 's disease and 
related dementias. The results of the 1 0 studies indicated specific suggestions 
for simplifying ADL tasks. These include signs/labels on cabinets and drawers, 
directional signs, clearing clutter, and using simple adaptive equipment that does 
not require the person with dementia to learn a new skill. For example, grab bars 
are familiar, but a button hook might be too confusing. Also recommended is the 
training of caregivers, which is viewed as critical; guidance regarding both 
simplifying tasks and effective cueing strategies, such as brief and clear 
directions, were found to be helpful. The author also noted that when people 
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with dementia are able to retain ADL independence, their quality of life increases 
while caregiver burden decreases (Padilla, 2011 ). 
Additional suggestions for maintaining and increasing independence in 
ADLs include: 
• General Recommendations 
• Assist only as necessary so as to encourage self-sufficiency and self-
efficacy 
• Break down multiple step tasks into fewer steps/one step at a time and cue 
accordingly 
• Maintain the person's familiar routine 
• Provide emotional support 
• Recommendations Specific to Dressing 
• Limit choices to decrease confusion, such as keeping only two outfits in the 
closet and/or placing matching shirt and pants on one hanger 
• Use clothing and shoes with simple fasteners such as velcro, or no 
fasteners; remove clothing inappropriate for the season/weather 
• Lay out clothing in the order it is to be donned, i.e. underclothes on top 
(Wisconsin Department of Health, 2004; Lauren hue, 2006; Best Alzheimer's 
Products, 2008; Arizona Direct Care, 2011; Takechi, et al., 2012). 
Continence Care 
Eventually, all people with dementia become incontinent. Therefore, 
toileting will be an issue for all people with dementia and their caregivers at some 
point in time. Incontinence has been reported to be one of the primary reasons 
families decide to place their loved one into a long-term care facility (Hope, et al., 
1998; Laurenhue, 2006). 
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A qualitative study of managing incontinence with people who have 
dementia and live at home demonstrated that caregivers used the following 
strategies: prompting and reminding; incontinence products such as pads and 
briefs; limiting fluids in the evening for improved overnight continence; and using 
belts backwards to deter access to feces. The primary goal of the carergivers 
was the need to contain the urine/feces for easiest management. Caregivers 
voiced an unmet need for advice on the options and benefits/drawbacks of the 
various incontinence products available. Commodes were not found to be useful 
as people with dementia because the people either did not recognize them as 
toilets or felt they were inappropriate to have outside of a bathroom (Drennan, et 
al., 2011). 
Drennan, et al. (2012) completed a systematic review of conservative 
interventions for incontinence in people with dementia or cognitive impairment 
living at home. Although 56 studies were appraised, only three met the authors' 
inclusion criteria; in addition, all were over 10 years old, studied only urinary 
incontinence, had methodological weaknesses, and two of the three were pilot or 
exploratory studies. The research team concluded that none of the articles 
demonstrated sufficient evidence to provide viable continence guidance and that 
more research in this area of practice is necessary (Drennan, et al., 2012). 
One of the most common causes for incontinence is when people with 
dementia have difficulty finding the toilet and/or recognizing it. To help clients 
locate the toilet, be sure it is visible from the bed, keep the door open, have clear 
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signage at the doorway ("bathroom" or "toilet" as in dementia picture symbols 
loose meaning before words), paint the walls a contrasting color, and/or buy a 
toilet seat of another color (Laurenhue, 2006). To increase toileting success, 
other suggestions include: 
• Setting 
• Use a raised toilet seat and grab bars for an increased sense of security 
• For overnight use provide a nightlight 
• Give privacy whenever possible for dignity and for people who have trouble 
"performing" with an audience 
• Commodes may be helpful for people who understand their purpose 
• Remove locks from doors for people who accidentally lock them and cannot 
find their way out of the bathroom, as this could result in a frightening 
bathroom experience 
• Mirrors may also be covered or removed if the person's reflection is 
confusing or upsetting to him/her 
• For the Person with Dementia 
• Be sure to check for medical causes of incontinence, like a urinary tract 
infection 
• Avoid caffeine 
• Keep a toileting schedule- this is likely the most important factor in 
controlling urine; keep a log of accidents to help plan a schedule 
• Give verbal reminders and/or physical assistance to initiate going into the 
bathroom (having the person blow bubbles into a glass of water has been 
suggested by Mace & Rabins (2011) to stimulate urination; running the tap 
can help as well) 
• Watch for signs of needing to use the toilet, such as fidgiting or pulling at 
clothing 
• Provide elastic waist clothing for quick undressing with urgency 
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• For the Caregiver 
• Use waterproof mattress pads and pads for beds and chairs 
• Incontinence briefs can be used as a preventive measure; both pull-on and 
tab styles are available 
• Have the person use the toilet before bedtime 
(Laurenhue, 2006; van Hoof, et al. , 2010; Baldwin, 2011; Mace & Rabins, 2011; 
Better Health Channel in conjunction with Alzheimer's Australia, 2013; 
Alzheimer 's Association, 2013). 
Aversion to Bathing 
Laurenhue (2006) explains that there are several reasons why persons 
with dementia may avoid bathing activities. Many people with dementia 
demonstrate resistance with efforts to complete bathing; this may arise from fears 
of falling, discomfort with water being splashed in one's eyes, being cold , being 
unwilling to remove a favorite article of clothing , and/or feeling vulnerable and 
uncomfortable with being naked (Laurenhue, 2006). 
As noted previously, one study found that bathing is the task that is most 
likely to cause difficulties during self-care routines (Hoeffer, 1997). The majority 
of research in bathing aversion has been completed with people who live in 
nursing homes, but the strategies provided may be implemented for people living 
at home as well. There is a multitude of strategies offered to make this most 
personal and sensitive task more tolerable for all people involved, including: 
• A Person-Centered Focus 
• Focus on the needs of the person rather than on getting the job done 
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• Maintain the person's habits and preferences in bathing styles, including 
timing 
• Help the person to relax using familiar soaps, shampoos, and routines 
• Promote independence in any aspects of bathing whenever possible 
• Provide control through choices, asking for input when possible 
• Inform the person of what you are/will be doing 
• Utilize a calm, reassuring approach; do not rush 
• Stop if the person becomes upset and assess for reasons, such as being 
cold 
• Compliment/praise and apologize for discomfort/chills 
• Physical Environment 
• Have all materials ready before beginning bathing 
• Is the room too loud, bright, cluttered, or foul-odored? 
• Provide the appropriate size and style of bath chair; try a padded seat 
• Make use of a hand-held shower head for increased control over the spray 
• Utilize no-rinse soaps to expedite the process 
• Try a no-rinse shampoo cap as hair washing can be especially distressing 
• Provide soft washcloths and a gentle touch 
• Keep the room and water warm 
• Try music or scented products 
• Lower the maximum water temperature on the water heater for safety (120° 
F) 
• Personal Needs 
• Toilet before beginning bathing to avoid incontinence during 
• Provide distraction, such as singing, conversation, an object to hold 
(sponge, mirror, washcloth, doll), or a preferred food 
• Be cautious of arthritic pain and sensitive skin; give pain medication prior to 
bathing if needed 
• Keep the person covered as much as possible for warmth 
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• Wash hair last to keep water from dripping in the person's face 
• Some people feel most comfortable when showering with a spouse 
• Respect fears of falling or getting wet, or discomfort with being naked 
• Perform a bed bath, with most of the person's body covered 
(thiscaringhome.org, ND; Barrick, 2004; Cohen-Mansfield & Jensen, 2005; 
Laurenhue, 2006; Barrick, et al., 2008; Rasin & Rader, et al., 2006; Hammar, 
2010; van Hoof, et al., 2010). 
Sloane, et al. (2004) looked at the effects of two person-centered bathing 
techniques with 69 nursing home residents, all of whom had dementia and 
demonstrated agitation or aggression during bathing. The two bathing styles 
were person-centered showering and towel baths. Although the study took place 
in nursing homes, with nursing aides as the caregivers, valuable ideas may be 
attained for home use. Both strategies focused upon individualized solutions to 
maximize each person's comfort and viewed problematic behaviors as the result 
of unmet needs; being flexible and providing choices helped the people being 
bathed feel in control. Resident preferences and communication needs were 
addressed as well. Person-centered showering involved choices, towels for 
warmth, distraction such as food , no-rinse soap, and adjusting the shower spray. 
The towel bath was conducted in bed, with the person completely covered using 
warm, moist towels, and dry bath blankets on top; no-rinse soap was applied with 
gentle massage through the towel. Behavioral symptoms were reduced 
significantly in both settings, with a 53-60% decrease in aggression (Sloane, et 
al. , 2004). 
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Feeding 
Mealtime eating and feeding difficulties are common in people with 
dementia. They may include sneaking foods which are unhealthy between 
meals, foraging, leaving the table, not recognizing one's own hunger/thirst, 
positioning problems, physical and perceptual limitations in handling utensils, 
using one's hands to eat all types of food, difficulty finding/recognizing the food or 
initiating eating, confusion and trouble with sequencing, distractibility, spilling 
food on one's clothing, agitation, refusal to open one's mouth or eat, and/or 
spitting out food, all of which can cause malnutrition and decrease quality of life 
(Keller, et al., 2007; Chang & Roberts, 2008; Aselage, 2010). 
Strategies which may be successful in improving mealtime behavior and 
nutrient intake of people with dementia during mealtimes include: 
• Preparation 
• View mealtimes as a social and activity opportunity rather than a task to 
complete 
• Keep a regular dining schedule 
• Try to maintain familiar routines, rituals 
• Be sure dentures fit properly, or they may cause pain when eating 
• Setting the Table 
• Provide a comfortable chair with arms for ease of sitting down/standing up; 
place chair facing few distractions 
• Use tableware with high contrast colors as compared to the background/ 
food ; avoid tablecloths/plates with busy patterns to make seeing the food 
easier 
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• Offer built up or weighted silverware, nosy cups, straws, scoop plates, and/ 
or other adaptive equipment if needed to make self-feeding easier 
• Purchase non-breakable plates 
• Modify the environment by keeping clutter off of the table and noise down, 
using adequate lighting, and dining near the kitchen so the food smells can 
stimulate hunger 
• Preparing to Eat 
• Ask the person what he/she would like to eat 
• Provide an apron as a more dignified alternative to a bib 
• Quiet or soothing music may help set a calm tone 
• Be sure foods are of the proper consistency for the person's needs (i.e. 
pureed) and are not difficult to chew and swallow, such as nuts 
• Control the food temperature (i.e. not too hot) 
• Be sure the person is positioned properly in the chair, stabilized with feet on 
the floor or on a small step, and close enough to the table to reach all items 
needed 
• While eating 
• Placing the spoon, fork, or finger food in the person's hand may help them 
to get started eating 
·Take a slow pace 
• Encourage independence whenever possible, but assist as needed 
·Other Tips 
• Offer finger foods if utensils are difficult; cut food into bite-size pieces 
• Try different types, textures, temperatures of food if the person refuses 
• Some people respond better to having just one food item on the plate at a 
time 
• Between Meals 
• Keep food that person should not eat out of sight/out of reach 
• Keep healthy snack options and water available and within sight at all times 
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• Use nutrition drinks (i.e. Ensure or Boost) to supplement the diet 
(thiscaringhome.org, ND; Watson & Green, 2006; Keller, et al , 2007; van Hoof, 
et al., 2010; Ho, et al., 2011; Mayo Clinic, 2011 ; Liu, et al., 2012) 
The use of soothing music during mealtimes has been explored by several 
research teams and has been found to be successful in decreasing agitated 
verbal and physical behaviors in nursing home residents with dementia during 
meals (Denney, 1997; Hicks-Moore & Lynn, 2005; Chang, et al. , 2010; Ho, et al., 
2011 ). 
JADLs and Assistive Technology 
Using the Telephone/Emergency Assistance 
When a person 's dementia severity is still mild, a list of names and 
telephone numbers, including emergency numbers, may be sufficient. However, 
as dementia progresses, the person will need more adaptations in order to use 
the telephone and request emergency assistance. A pre-programmed picture/ 
photograph phone can assist a person with dementia in making calls 
independently at the press of a button. A personal emergency response system 
(PEAS) is even more simple as it consists of one button to push and can be worn 
around the neck or wrist; these devices can alert family and/or an emergency 
response center when help is needed and the person cannot get to a phone. 
Please see Appendix D for a photograph of a picture phone and a PERS. 
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Cooking and Kitchen Safety 
Cooking is a complex, multiple-step task which many people with mild 
dementia are able to accomplish with cueing or assistance from caregivers, 
assistive and safety technology, and/or written cues such as simple recipes, 
labels on cabinets, and written reminders for appliance use. Common difficulties 
encountered during cooking tasks include: becoming distracted or lost within the 
sequence of the task; repeating or omitting steps; difficulty finding items needed, 
even when within one's line of sight; trouble operating appliances or using the 
incorrect one; using one ingredient for another, such as pouring orange juice into 
one's coffee; and safety, i.e. leaving appliances on, such as a gas stove or the 
water faucet (van Hoof, et al. , 2010; Wherton & Monk, 2010; Johansson, et al., 
2011; Mace & Rabins, 2011 ). 
Cooking strategies discussed in the literature include: 
o Solutions for Sequencing Difficulties 
o Prompting 
o Post simple directions for making favorite foods 
o Simplify meal choices to items such as sandwiches or frozen dinners 
o Finding Items 
o Reduce clutter 
o Simplify by keeping only absolutely necessary items 
o Install good lighting 
o Place frequently needed objects in prominent sites and other materials in 
consistent locations close to the location where they will be used 
o Color-code or label drawers and cabinets 
o Use easily-identified/familiar style equipment 
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o Operating Appliances 
o Limit the number of appliances 
o Purchase appliances with simple controls and intuitive designs 
o Provide written directions 
o Safety 
o Dispose of out-of-date foods 
o Keep heavy items at waist height 
o Store sharp items in an inaccessible location or with childproof locks 
o Use a hidden power shut-off switch for the stove or a timer device that will 
alert a person to the fact that the oven has been left on and/or turn it off 
o Use only the microwave and not the stove/oven 
o Install a refrigerator door alarm to alert one to the fact that it has been left 
open 
o Keep a chair/stool handy in the kitchen for rest breaks (without wheels) 
(Nygard, 2008; van Hoof, et al., 2010; Wherton & Monk, 2010; Johansson, et 
al., 2011 ; Mace & Rabins, 2011 ). 
Internet websites offer additional suggestions and products for kitchen 
safety to caregivers of people with dementia: 
o Lock up medications and alcohol 
o Cover the garbage disposal switch or disconnect 
o Remove artificial decorative fruits/vegetables, magnets which resemble food 
o Use see-through storage containers 
o Post reminders in simple, large print,i.e. "turn stove off" 
o Install a faucet that turns off automatically or remove the sink plug 
o Clearly mark the hot water faucet with red electrical tape and/or a "HOT" sign 
o Use electric safety burners, which are only 1/3 to 1/2 as hot as regular burners, 
are hot enough to cook and boil water, yet will not set oil , clothes, or paper on 
fire 
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• To restrict stove use- remove knobs, use knob covers and burner covers, or 
lock the stove, and put away pots/pans and other reminders of cooking 
• Utilize gas, smoke, flooding, low/high temperature, natural gas, and/or carbon 
monoxide detectors; some have voice warnings (i.e. "Fire Fire"}, can alert the 
caregiver remotely (text or email), cut off the water or gas supply, and/or can 
call a monitoring center or emergency services 
(atdementia.org.uk, NO ; thiscaringhome.org, NO; caring.com, 2013; NIH, 2013) 
Medication Management 
Adherence to prescription medication schedules is critical for the person 
with dementia in order to help maintain skills and control other medical issues 
affecting health and quality of life for themselves and their caregivers. As with 
other skills, a person 's ability to handle their own medication management 
changes as cognitive ability declines. Executive function and working memory are 
critical for the ability to succeed with medication adherence. In the early stage of 
dementia, people can be responsible for their own medications with adaptive 
equipment and/or caregiver set-up assistance; however, as the disease 
progresses, the person will need increasing amounts of assistance and close 
supervision to assure proper dosing and timing of needed drugs. This loss of 
independence can be extremely distressing for some people with dementia 
(lnsel, 2006; Arlt, et al., 2008; Maidment, 2012; While, et al., 2012). 
A medication reminder device/automatic pill dispenser, when set up by a 
caregiver, has also been shown to improve adherence to medication schedules 
(Kamimura, et al., 2012). Only the correct pills are dispensed when the alarm 
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rings, and the person must pick up the pill box or remove the medication for the 
alarm to cease. These devices provide both auditory and visual alarms when 
medication is to be taken, and some will alert caregivers or a monitoring center if 
the medication is not taken. Other strategies for medication management with 
people who have mild dementia include: 
• Simplify the daily regimen into as few separate times per day as possible during 
which one must take medication 
• Place large, easy to read labels on pill bottles 
• Provide simple written instructions or reminder notes 
• Use dated or day-of-the-week pillboxes, which allow one to monitor that the 
daily medication has been taken 
• Give the person reminders by telephone or use telemonitoring, a service in 
which the person receives phone calls several times per day with the reminder; 
the caregiver is alerted if the phone has not been answered 
• Try automated voice reminders which allow the caregiver to record a message 
to be played at the appropriate time of day with instructions 
• Keep medication schedules paired with standard daily routines, such as 
mealtimes, morning/evening hygiene, waking up, and bedtime 
• Use external individualized cues, such as placing the medications by the coffee 
pot for a daily morning coffee drinker 
(atdementia.org.uk, ND; thiscaringhome.org, ND; lnsel & Cole, 2005; Arlt, et al., 
2008; George, et al., 2008; Kamimura, et al., 2012; Sanders & VanOss, 2013). 
The Webster-pak® (webstercare.com.au) is a weekly sealed calendar-
style organization and dispensing system put together with materials from a 
company in Australia (Webster Care) in conjunction with one's pharmacy. The 
medications for each part of a specific day are easily accessible through a blister 
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pack, the type in which one may receive capsule or tablet samples. Pushing the 
pills through the package is reportedly easy. The website describes the system 
in the following way: 
Safe and simple, Webster-pak sets out all tablets and capsules that 
need taking at each particular time of the day, for each day of the week 
-making it easy to manage medication. The pharmacist takes the 
doctor's prescriptions and dispenses the medication into a securely 
sealed blister pack, protecting the medication - leaving no chance of 
spills or mix-ups. 
The pack lists all contents plus other medications taken, providing vital 
information for hospital or ambulance staff in the case of emergency. At 
medication time, the person or carer simply pushes out the blister's 
contents through the foil backing, for the correct time on the correct 
day. Webster-pak provides a visual cue, so you always know where 
you are up to. 
Unfortunately, this system only seems to be available in Australia. Please 
see appendix D for a photograph of the Multi Dose Webster-pak®. 
Finding the Way Home 
The possibility of a care-recipient becoming lost is a common worry for 
caregivers of people with dementia as confusion increases and problem solving 
decreases. Dewing (2005) outlines characteristics of people with dementia that 
may put them at increased risk for wandering; previous history may include 
having been a regular walker, having used walking as a coping and/or stress 
relieving strategy, and having been extremely social and outgoing. Becoming 
over or under-stimulated may exacerbate wandering in people with these 
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characteristics. Current traits of people at a higher risk for wandering include 
having moved in the past year, shadowing caregivers, difficulty sitting still, 
entering others' personal areas/going through their belongings, attempting to 
leave familiar and safe locations, having become lost recently, and having the 
Alzheimer's type of dementia (Dewing, 2005). 
Petonito, et al. (2013) outlined and completed a critical review of three 
U.S. programs aimed at assisting caregivers and people with dementia who 
wander and become lost, Safe Return, Project Lifesaver, and Silver Alert. Safe 
Return was established by the Alzheimer's Association; it consists of a database 
of people who wear an identifying bracelet with a 24-hour toll free number from 
which emergency response service staff and law enforcement search for the 
missing person. Project Lifesaver members wear a transmitter which emits a 
personal radio frequency that can be picked up by a trained emergency team 
should the wearer become lost. Silver Alert depends upon television and radio 
spots, traffic signs, and law enforcement to alert the public of a missing person. 
The authors draw attention to the ethical quandary between safety and personal 
rights (Petonito, 2013). However, research on the use of GPS and monitoring 
systems has found that this technology does increase peace of mind and relieve 
worry for family members of people with dementia, and may allow people with 
dementia the freedom to be outside with improved safely, effectively improving 
quality of life for both parties involved (Rasquin, et al. , 2007; Olsson, 
2012). 
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Other suggestions for preventing a person with dementia from wandering 
and/or getting lost include: 
• Distraction/redirection to another activity; keep the person engaged 
• Be sure all needs are met (i.e. needing the toilet, hungry) 
• Remove triggers, such as shoes, coats, purses, keys 
• Provide an alternate ambulation outlet, such as an exercise routine or walking 
regimen 
• Purchase an identification bracelet with the person's name, diagnosis, address, 
and telephone number 
• Use motion sensors or weight sensitive mats near doors 
• Place a motion sensor voice recording by the door to remind the person in a 
familiar voice that he/she must not go out the door alone 
• Implement door alarms, and bed alarms for nighttime safety 
• Install door locks low or high 
• Avoid rearranging furniture as this can cause confusion 
• Disguise/camouflage doors or lock exit doors 
• Utilize a " "Do Not Enter" or "STOP" sign as a reminder 
(thiscaringhome.org, NO; Moore, et al., 2009; Mace & Rabins, 2011; Rowe, et 
al., 2011; Petonito, 2013) 
Rummaging, Hiding, and Hoarding Solutions 
As noted previously, people with dementia may become frightened, 
accuse others of moving or stealing objects, frantically search for "lost" items in 
their own and others' rooms, and/or may believe that people are trying to deceive 
them (Woods, 2001 ). Because people with dementia also have difficulty recalling 
that they were the ones to move or hide objects, and lack the ability to 
comprehend what is worth keeping, persons with dementia may rummage 
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through drawers and closets, hide objects, or collect worthless items, including 
garbage. Other causes of these behaviors include the fear of losing items or 
having them stolen, needing to be able to see objects in order to remember their 
locations, boredom, or seeking a sense of security and reassurance (Bakker & 
Michaud, NO; Alzheimer's Association, 2012; caring.com, 2013). Suggestions to 
handle and/or diminish rummaging , hiding, and hoarding behaviors include: 
• Prevention 
• Keep rooms, drawers, closets, and cabinets neat and orderly 
• Reduce household clutter 
• Put away out of season clothing 
• Door/drawer labels may help the person put away and then find items 
• Limit hiding ability by locking room doors, securing doors to some closets 
and cabinets 
• Cover cabinets with sheets or hang a "STOP" sign 
• Put away cash and valuables, perhaps in a safety deposit box 
• Check garbage cans before taking out the trash 
• Keep spares available for items such as keys, glasses 
• Provide a rummaging drawers or boxes full of interesting/preferred items; a 
purse (without valuables) may be preferred by women 
• Provide meaningful , enjoyable activity 
• Solutions 
• Remove unsanitary/unsafe items 
• Provide a replacement, such as fresh food in exchange for spoiled 
• Give a reason for removing objects, such as to donate or because a family 
member needs the item 
• If the person continuously takes and hides one certain item belonging to 
someone else, purchase one for him/her, if appropriate 
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• Provide bins for storage 
• Tips for Finding Objects 
• Learn the person's favorite hiding spots 
• Common hiding places include under cushions, beds, or carpets, inside 
shoes, coat pockets, purses, dishwashers, sink drains, the mailbox, etc. 
• Use an electronic key finder/locater 
(Bakker & Michaud, NO; This Caring Home, NO; Mace & Rabins, 2011; 
Alzheimer's Association, 2012; caring.com, 2013) 
Sleep Strategies 
Creese, et al. (2008) determined that caregivers report very poor sleep 
quality due to a combination of night wakening and wandering of people with 
dementia, and caregiver anxiety regarding the person's safety at night. The 
research team found that 63% of spousal caregivers of people with dementia 
reported nighttime sleep disturbances, whether they shared a room and/or bed 
with the care-recipient or sleep separately, and 50% of those reporting nocturnal 
intrusions were interrupted at least three times per week. Care recipient 
behaviors may include wandering, completing daytime tasks such as making a 
sandwich, needing the bathroom, and restlessness. Decreased caregiver sleep 
quality was seen to be associated with increased role burden and depressive 
symptoms in caregivers (Creese, et al., 2008). One consequence for both 
people with dementia and their caregivers has been found to be a decreased 
quality of life; sleep disturbances have also been shown to increase the rate of 
70 
cognitive decline and exacerbate a collapse in caregivinglinstitutionalization (Lee 
& Thomas, 2011 ). 
Salami, et al. (2011) completed a systematic review of 38 studies looking 
at treatment options for sleep disturbances in Alzheimer's dementia. 
Pharmacological interventions were not found to produce reliable results, and ran 
the risk of negative side-effects. The most beneficial non-pharmacological 
treatment was found to be bright light therapy (Forbes, et al., 2009; Salami, et al., 
2011 ). Other helpful interventions included limiting the amount of time spent in 
bed during the day, providing daily exposure to sunlight, participation in pleasant 
events, increasing physical and social activity, a bedtime routine with structure, 
and minimizing nighttime noise and light (Deschenes & McCurry, 2009; Moore, et 
al., 2011; Salami, et al., 2011; McCurry, et al., 2012; Zhou, et al., 2012). 
The following are other strategies to help improve the success of caregiver 
and care-recipient sleep: 
• During the Daytime 
• Keep the doors to bedrooms closed during the day to decrease visual 
stimulus of a sleep-related environment 
• Keep a regular routine of daily activities; increase preferred leisure activities 
• Avoid or limit the length of daytime naps 
• Encourage physical activity, but no later than four hours prior to bedtime 
• Ensure morning sun exposure or light box light therapy 
• Restrict nicotine and alcohol; limit sweets and caffeine to the morning 
• Keep dinner small, and make lunch the big meal of the day 
• In the evening maintain a calm, quiet atmosphere and switch on bright lights 
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• To Enhance Sleep 
• Have the person empty his/her bladder prior to bedtime 
• Discuss medication side-effects and best times of day for administration 
with the person's physician 
• Follow a regular sleep schedule and bedtime routine 
• Avoid using the bed for activities other than sleep, for example watching 
television 
• Provide an environment which supports sleep, such as a comfortable 
sleeping temperature and quiet 
• Provide a nightlight and a security object, if helpful 
• If the person awakens in the night, ask about and respond to urgent needs, 
give a reminder that it is time for sleep, and gently guide the person back to 
bed 
• Safety Mechanisms 
• Install a home monitoring system to track the nighttime movements of the 
person with dementia 
• Use door and window locks/alarms 
• Lower the bed or place the mattress on the floor and move the bed against 
a wall to diminish fall risk 
• Place the bedroom on the first floor 
(Yamakawa, et al., 2008; Deschenes, & McCurry, 2009; van Hoof, et al., 2010 ; 
Mayo Clinic, 2011; Alzheimer 's Association , 2013; National Institutes of health, 
2013) 
Promoting Engagement in Meaningful Activity 
Activity may provide "a sense of continuity for people with dementia by 
allowing them to feel that their lives are fundamentally unchanged as long as 
they can still do those things that matter most to them" (Phinney, 2007, p. 390). 
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Tailoring Activities 
Treusch, et al. (2011) wrote about apathy and reduced motivation in 
dementia; this research team theorized that a lack of stimulation and meaningful 
activity contributes to and intensifies apathy. The authors suggested that apathy 
be treated with activities tailored to the individual's history and interests in order 
to increase motivation to participate and to promote subsequent gains in 
emotional well-being, as well as improved physical, communicative, and 
cognitive outcomes. 
Gitlin, et al. (2008) demonstrated that caregiver education regarding the 
benefits of activity participation and training in the adjustment of activities to the 
skill level of the person with dementia significantly diminished trigger behaviors 
which can lead to burden experienced by caregivers and care-recipient 
institutionalization. In addition, tailoring activities to the person with dementia by 
incorporating previous interests and occupations and capitalizing upon residual 
skills was shown to improve quality of life for people with dementia who live at 
home (Gitlin, et al. 2008). 
Gitlin, et al. (2009) created and evaluated the Tailored Activity Program 
(TAP). This home-based occupational therapy program identified interests and 
abilities of persons with dementia, created and tailored activities to specific 
individuals and trained caregivers in activities as part of their daily care routines 
(Gitlin, 2009). After evaluation, occupational therapy practitioners provided an 
'activity prescription' for each client, with caregivers being trained on strategies 
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including cueing, relaxing the rules, slowing down, environmental set-up, and 
simplifying communication. These activities were individualized to clients' 
abilities, worked with retained/residual skills, were simplified and graded, and 
provided environmental cues. Statistically significant improvements were seen in 
behaviors including shadowing and repetitive questioning, as well as increases in 
engagement in activities, pleasure, and the ability to keep busy (Gitlin , et al., 
2009). 
Familiarity and Support 
Phinney & Chaudhury (2007) found that household chores were highly 
valued by families and that caregivers worked to adapt activities to make 
continued participation possible. In addition, familiar physical and social 
environments were seen to promote activity engagement. Social activities were 
reported to have become more difficult and uncomfortable, but interactions with 
others with dementia often became a meaningful source of social activity, for 
example in support groups. Tsunaka & Chung (2012) found that caregivers were 
flexible and accommodating as they encouraged care-recipients to participate in 
familiar pastimes which related to their life roles (i.e. housewife) and interests 
(i.e. playing Mahjong). 
Familiar activities and/or environments have been found to increase 
activity participation (Phinney & Chaudhury, 2007; Gitlin, et al., 2009). However, 
when rushed, corrected, or under stress, people with dementia have been seen 
to withdraw from activities (Calling, 2003). Activities which allow individuals with 
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dementia to participate in previous interests/hobbies at a more accessible level 
for their current cognitive status may be most successful, as activity preferences 
tend to remain consistent throughout the disease stages. Padilla (2011) 
completed a systematic review of evidence for the effectiveness of modification 
of activity demands; their review of 10 research studies indicated that training 
caregivers in enhancing activity participation decreased caregiver burden 
because of the increased amount of meaningful, successful, and positive 
interactions between the person with dementia and his/her caregiver. 
Promoting Engagement in Activity 
The most effective and commonly suggested strategies for encouraging 
activity participation in people with dementia have been found to be providing 
assistance through cueing, demonstration, and step-by-step guidance, followed 
by matching the activity to individual clients' skill levels, followed by relaxing the 
rules/reducing demands (Calling, 2003; Phinney, 2006; Gitlin, et al., 2008; 
Vikstrom, et al., 2008; Padilla, 2011; Tsunaka & Chung, 2012). Other useful 
strategies include: 
• Help and Guidance 
• Keep a consistent routine 
• Assist initiation of activity 
• Allow independence 
• Use clear and brief language 
• Collaborate with the care-receiver for complex tasks 
• Affect 
• Take a slow, relaxed pace 
• Give encouragement 
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• Use humor 
• Observe and respond to non-verbal cues 
• Provide reassurance 
• Activity Choice 
• Offer enjoyable activity suggestions and choice 
• Simplify activities 
• Use retained/residual skills 
• Use personally meaningful activity 
• Have a consistent routine 
• Look into an adult day care program 
(Calling, 2003; Phinney, 2006; Phinney, et al., 2007; Vikstrom, et al., 2008; 
Gitlin , et al., 2009; Mace & Rabins, 2011; Tsunaka & Chung, 2012). Please see 
Appendix C for a summary of strategies reviewed/suggested in the literature to 
increase engagement in activities. 
Concrete activity ideas suggested by the literature and/or acquired 
through this author's personal experiences with clients having dementia include: 
• Household Tasks- cutting coupons, snapping green beans, dusting a table, 
folding laundry or towels, matching socks, gardening 
• Nurturance- holding/interacting with dolls and stuffed animals, interacting with 
live pets, visits with children 
• Reminiscence- sorting and looking at old photos, watching a travel video, 
listening to music of a specific era, watching old movies, coffee table books with 
large photographs (WWII, babies, animals, weddings, etc.), cultural/religious 
traditions 
• Exercise- balloon toss, chair aerobics, taking a walk 
• Games- bean bag toss, matching games, familiar games/leisure activities 
• Crafts- arranging artificial flowers, one-to-two step projects, sanding wood 
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• Work Related- putting together plastic plumber's pipe pieces, large nuts and 
bolts, stuffing envelopes 
• Simple- sorting buttons, tactile items such as scarves, winding yarn, stringing 
large beads, patting a drum and singing a familiar song, a car ride ; simply 
holding hands and smiling at the person with sincerity can be a true joy for 
them 
• Social- socializing with other people dealing with dementia, visiting with family/ 
friends- only a few at a time for short visits 
(Phinney, et al. , 2007; Gitlin, et al., 2009; Mace & Rabins, 2011; Tsunaka & 
Chung, 2012). 
Safety should always be first priority, especially with persons who tend to put 
objects into their mouths, when choosing activities. 
Day Centers/Senior Day Care 
Day center programs are available for people with dementia, providing 
caregivers with respite and the ability to work without concern while providing 
people with dementia the opportunity for socialization and occupation. Other 
services which may be included in such programs include counseling regarding 
other support services, basic medical services such as physical or eye 
examinations, and occupational , physical, and/or speech therapy (Alzheimer 's 
Association , 2013). Mossello, et al. (2008) found significantly positive effects on 
behavioral and psychological symptoms as well as caregiver stress when adult 
day care was utilized two to six days a week for eight hours per day. In addition, 
psychotropic medication use decreased in the experimental group (Mossello, et 
al. , 2008). 
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Below is an example of a new memory care day center program in 
Rochester, New York (in the town of Brighton, where this author resides). As 
described in the website, jewishseniorlife.org/programs-and-services/memory-
care!: 
Located at 2980 S. Clinton Avenue in the town of Brighton, Marian's House is a 
daytime retreat for people with early to mid-stage Alzheimer's and other related 
dementias, offering meals, activities, supervision and specialized programming in 
a warm, residential setting. 
The house is specially designed for both one-on-one interaction and group 
activities- a large kitchen and eating area enables guests to engage during meal 
preparation; the family room provides ample space for activities, movies and 
relaxation ; a quiet room offers a soothing, calm environment; an enclosed 
sunroom provides a bright, cheerful, plant-filled space; and a fenced-in yard with 
an abundance of plants, flowers and shrubs allows safe outdoor walking. Two 
guest rooms are available for occasional overnight respite stays, such as over a 
weekend or while caregivers take a vacation. Full-day services include a light 
breakfast, full lunch and afternoon snack. For overnight respite stays, dinner is 
also provided. 
Activities at Marian's House center on everyday life, such as cooking, gardening , 
exercising, reading, intellectual activities, etc. Guests are encouraged to 
participate as much as they are able and willing. Additional activities are tailored 
to each individual's interests, talents and life roles. Volunteers are matched to 
guests with like interests or backgrounds, such as sports, hobbies, careers, or 
other enjoyable activities. In this way each guest will have one-on-one time 
where they can enjoy a favorite activity with a volunteer. A live-in program 
manager, who is a Licensed Registered Nurse with expertise in the field of 
memory care, supervises all activities and services, including assistance with 
eating, dressing, bathing, toileting and medication reminders. 
Support groups and educational sessions may be held in the evenings and on 
weekends at Marian's House. In this way, Marian's House serves as a resource 
and provides emotional support to caregivers. 
Marian's House guests can come for either all or part of the day while their 
caregivers work or take care of their own needs. Hours of operation are Monday 
through Friday, 7:30am- 4:30pm, except holidays. Half-days are available, as 
well as time less than four hours. Caregivers must reserve space for the day(s) 
they wish their loved one to attend. 
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Website Photograph of Marian's House 
Nurturance and Reminiscence Activities 
Of primary importance to the patients on the dementia unit at Hill Haven 
Nursing and Rehabilitation in Webster, New York are nurturing and reminiscence. 
Caring for others and enjoying comforts from one's past are common themes in 
clients' conversations and behaviors. The following provides some case 
examples: 
• Mrs. H spends her day trying to figure out how to leave the unit to go home and 
care for her children. She is constantly worried about them. 
• Mr. S spends most of her time grabbing onto railings, wheelchairs, carts, 
patients, and anything else she can get her hands on, frequently disrupting staff 
routines. When she met a dog at lunchtime, she demonstrated much more 
sophisticated abilities; she took her empty peach cup container, filled it with 
meat and beans, and set it on the floor for him. She also bounced a baby doll 
on her lap. 
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• Mr. J is most delighted when interacting through a doll, especially if a staff 
member has a doll (or anything fluffy) and will respond in turn. He enjoys 
talking to the doll and sharing its reactions. 
• Mrs. M will not participate in any activities designed to have her move her arms, 
but will make every effort to pet a dog placed in them. 
• Mrs. H avoids working on way-finding with the occupational therapist unless it is 
to 11help11 the therapist find lost papers or to get the thirsty dog a drink in her 
room. 
• Mrs. L spends her afternoons wandering and crying in worry over her son who 
is ill. She calms to an audio recording from him and to a book of family 
photographs. 
• When given two realistic baby dolls, three female clients remained in the dining 
room for 30 minutes after lunch together to admire, play with, and talk together 
about them. One of the women did not hold a doll, but smiled and laughed with 
the two women holding them. 
Clients with dementia need constant care, but the above examples 
demonstrate a need or desire to care for others as well as to reminisce. Caring 
for someone else and sharing precious memories can provide motivation to 
interact and daily purpose, thus providing meaningful occupation for people with 
dementia. Bringing animals to visit and interacting with babies can provide some 
of the most effective opportunities to nurture others (Cohen-Mansfield et al., 
201 0) and reminisce about previous life roles. 
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Nurturance and reminiscence activity ideas include photograph books 
(babies, weddings, cookbooks, etc.}, realistic dolls, pets, life books, cultural/ 
religious traditions, respite videos, music, and audio recordings of family 
members. 
Video Respite TM: On the website for videorespite.com, respite videos are 
described as being created to hold the attention of people with dementia through 
music, light movement, and reminiscence. One DVD has this description : "Songs 
and memories of 'school days' and routines such as reciting the Pledge of 
Allegiance. Includes memories of city and country life as well as a brief 
recollection of the Roaring Twenties. A cute Toddler named Kyle visits. Songs 
Include: Twinkle Twinkle Little Star, When Irish Eyes Are Smiling & Hello My 
Baby." This is a potentially enjoyable pastime, and extremely helpful for 
caregivers. People with dementia can require much vigilance on the part of the 
caregiver, and these videos may provide some quiet time as the person with 
dementia is distracted and entertained. 
Attachment, comfort, interaction, and identity were just some of the 
positive effects noted by Fraser and James (2008) in their study on doll therapy 
and older adults with dementia living in a nursing home. The dolls were seen to 
provide a meaningful attachment object after clients had been separated from 
their families and/or familiar environments. The sensory input provided by the 
closeness, weight, and feel of the dolls was found to be comforting. Residents 
were noted to interact more with each other around the activities with their dolls, 
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and the dolls gave them something to talk about with staff and family members. 
Finally, the dolls allowed the patients to act out memories of previous roles and to 
participate once again in the role of care taking (Fraser and James, 2008). 
Life Story Work 
Life story work is an autobiographical approach to person-centered care; a 
person's history, experiences, and values are captured in the form of a memory 
box, collage, poster, book, leaflet, audio recording, slide show, or video, with life 
story books providing the most detail and portability (Thompson, 2011 ). The 
approach this author recommends for use in a program for people with dementia 
and their caregivers is a life story book created on a computer using large 
photographs and simple bold text, with pages laminated and placed into a binder 
for easy cleaning and removal/addition of pages as needed. Topics may include, 
but are not limited to, family/friends, pets, milestones (i.e. wedding, birth of child) , 
school/work, military, travel, and childhood and adulthood activities/hobbies, and 
lifestyle preferences (Gregory, 1997; Goldfein, et al., 1999; Russel & Timmons, 
2009; Thompson, 2011 ). The books are created using scanned photos and 
memorabilia, and strive to successfully capture a person's life in a way that is 
concise, positive, easy to understand, and accurate as per the client. Ideas for 
items to scan for life books include photographs, certificates, newspaper 
clippings, letters, and photographs of important items/places. 
The purpose of the book is multidimensional: to put into writing persons 
with dementia's history, interests, and priorities, from their own point of view 
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whenever possible; to empower individuals as advocates for their future selves; 
to help people make a "recipe book" which could provide caregivers with practical 
information so they can give more individually focused and helpful care and 
opportunities for meaningful activities; to celebrate each person's life as 
someone with a history of unique skills, interests, and accomplishments; and to 
create a treasure to be enjoyed by persons with dementia, family, caregivers, and 
friends. In addition, the creation of the book with caregivers and family can be a 
pleasurable and meaningful experience for everyone involved. 
Kellet, et al. (201 0) demonstrated that when caregivers were reminded of 
positive memories from before the onset of the dementia through life story work, 
they reported a newfound strength and renewed appreciation for their loved one 
and experiences they were able to enjoy together. Haight, et al. (2003) also 
found that caregivers benefitted from participation in life review as they reported 
an improved view of the person with dementia, and demonstrated evidence of 
decreased burden. The authors determined that this should help delay nursing 
home placement, one of the primary goals of the study. Caregivers also reported 
improved mood in those care recipients who were cognitively capable of 
participating in the project (Haight, et al., 2003). 
Please see Appendix E for a sample client letter explaining the process 
and goals for creating books, topics which might be included in the life story 
books, and a sample page. 
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A literature review by McKeown, et al. (2006) demonstrated that life story 
work is enjoyable and interesting; is valuable to family members as it allows them 
to share information while the person with dementia is still able ; helps non-
familial caregivers not only understand a person's behavior and needs more 
clearly, but to see that person in the bigger picture of their life history rather than 
simply as a patient; and the finished product allows the person with dementia to 
share their story with others as a meaningful activity. The research group did 
note that some authors voiced concerns regarding confidentiality, consent, and 
distressing or painful memories; however this review was typical for life story 
research in that the studies took place in nursing homes with staff members 
guiding the project creation (McKeown, 2006). Books created with the person 
who has dementia, the caregiver, and an occupational therapist at home should 
be well controlled based upon care-recipient and caregiver needs. 
Multiple Needs!Unmet Needs of People with Dementia and Their 
Caregivers 
Few research studies have been completed on comprehensive programs 
for people with dementia living at home with caregivers, possibly because of the 
multitude of components needed to address the many concerns as well as the 
challenge of attrition with people living in the community. However, those studies 
seem to vary by geographical location, possibly due to differing governmental 
and cultural approaches, and so offer limited generalizable information. 
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Peeters, et al. (201 0) surveyed 984 informal caregivers of persons with 
dementia who were living at home through questionnaire format in order to 
understand their use of and needs for specific professional support. The survey 
was completed in conjunction with the National Dementia Programme [sic] in the 
Netherlands, which strives to improve the support provided to people with 
dementia and their caregivers so as to increase caregiver well-being and delay 
long-term care placement. Approximately 67% of respondents relayed that they 
needed professional support beyond the physical assistance, housekeeping, 
day-care, and/or medical care the majority of them (about 93%) were already 
receiving. A significant percentage of caregivers voiced the need for information 
regarding the progression of dementia and advice about what to do when the 
care recipient is frightened, angry, or confused. They also wanted to know how 
to address apathy and aggression, how to cope with behavior changes, and 
about activities to try with the person who has dementia (Peeters, et al., 2010) . 
A research group from Australia also found that more than half of participating 
caregivers interviewed felt that they needed more professional assistance than 
they were already receiving (Stirling, et al. , 201 0). 
In the Netherlands, van der Roest, et al. (2009) determined that the most 
common unmet needs of caregivers and care-recipients were assistance with 
memory tasks, information about dementia, company, psychological distress (i.e. 
mental health care, social and emotional support, support groups), and daytime 
activities. One of the reasons noted for these needs being unmet by 
85 
professionals currently involved was the reportedly poor level of individualized 
attention for specific concerns. This study therefore confirmed the importance of 
understanding the person with dementia's viewpoint for individualized and 
person-centered care. 
Through interviews, Miranda-Castillo, et al. (2013) found that caregivers, 
persons with dementia, and professionals in England agreed that the most 
common unmet needs were activities to occupy the individual, company, and 
psychological distress. For caregivers and professionals, activities topped the list 
of unmet needs, and for people with dementia, psychological distress was 
primary, from which these authors also confirmed that it is critical to obtain the 
point of view of the person with dementia as well as the caregiver (Miranda-
Castillo, et al., 2013). 
Hall and Skelton (2012) reviewed the United Kingdom literature regarding 
occupational therapy for caregivers of people with dementia. Only two of the 17 
articles meeting inclusion criteria involved occupational therapy interventions; 
however, the quality of the research was low and neither looked at 
comprehensive programs. Bennett, et al. (2011) surveyed occupational 
therapists about occupational therapy practice in Australia with people having 
dementia. The most frequently used interventions were advice on environmental 
modifications, adaptive equipment, dementia education, and referral to other 
services. Therapists reported time limitations, facility role restrictions, limited 
knowledge/skills, client inability to access services, short length of sessions, and 
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client behaviors as being the primary barriers to intervention (Bennett, et al., 
2011 ). 
Johnston, et al. (2011) studied the unmet needs of a small, non-diverse 
group of community-residing individuals with dementia in the United States. 
They found that the most frequent unmet needs for people with dementia were 
safety, ADLs, and meaningful activities. Caregivers were primarily reported to 
need both caregiving education and mental health care. In the September/ 
October 2011 publication of the American Journal of Occupational Therapy, Rene 
Padilla, PhD, OTR/L, FAOTA, wrote a commentary regarding the 
multidimensional needs of people dealing with dementia. He stated that although 
much more research needs to be undertaken in this area, nonpharmacological 
interventions for the person with dementia and the caregiver remain the primary 
strategies for delaying long-term care placement. According to Padilla, the 
primary therapeutic goals include gaining optimal functioning, addressing 
psychobehavioral concerns, stimulation and maintenance of cognitive and 
communication skills, conserving independence, and relieving burden 
experienced by caregivers (Padilla, 2011 ). 
Incorporating 43 articles into their research, Thinnes and Padilla (2011) 
completed a systematic review to determine the best occupational therapy 
strategies for increasing the length of time during which people with dementia 
can remain at home safely. Results indicated that successful interventions 
incorporated both the person with dementia and the caregiver into therapy 
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sessions and provided support, problem solving, technical knowledge, basic 
home modification ideas, and/or referred people to community resources. The 
authors noted that the ultimate goal of occupational therapy intervention is 
participation in occupation within the person's own context (Thinnes, 2011 ). The 
authors summarized useful suggestions from the various articles, including: 
collaboration and problem solving around identified challenging situations for 
caregivers; ideas regarding interacting with the person with dementia when 
providing care, identifying care-recipients' needs, and dealing with challenging 
behavior; skill development to accompany lectures, reading, or discussion 
groups; support for caregivers along with educational strategies, including 
opportunities for individual attention without the care recipient; and follow-up 
telephone-based support for caregivers (Thinnes, 2011 ). These suggestions, 
derived from various research projects and approaches, could be incorporated 
into a comprehensive occupational therapy program. 
Summary of Current Approaches and Attempts to Address the Problem 
A thorough review of the literature was completed in order to determine 
previous attempts to address the problem of caregiver burnout and nursing home 
placement of people with dementia. Programs which attempted to increase client 
calmness, independence, and safety in the home environment, therefore 
decreasing caregiver feelings of burden and daily challenges, were explored. 
Nine approaches were recognized as being within the framework of the project 
proposed in this paper, including education and support for caregivers, fall 
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prevention, strategies for self-care tasks (ADLs), IADLs and assistive technology, 
rummaging, hiding, and hoarding solutions, sleep strategies, promoting 
engagement in meaningful activity, life story work, and addressing multiple 
needs. The evidence based literature is lacking regarding comprehensive 
interventions combining the approaches outlined in this chapter. Occupational 
therapists are the ideal professionals to build thorough programs focusing on the 
multitude of needs of people with dementia and their caregivers because of the 
biopsychosocial, client-centered, flexible, and creative approaches employed by 
this group of skilled clinicians. 
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Chapter Three: The Proposed Project 
Recipients 
This client-centered program for people with dementia and their caregivers 
is geared towards people who are over the age of 65 and have been diagnosed 
with dementia by a physician. Their primary caregiver will need to be identified 
and will be asked to participate in all sessions. Client-caregiver teams must be 
able to attend four group sessions and be willing to have an occupational 
therapist visit their home on four occasions, plus a follow-up visit and/or phone 
calls at a later date. The initial program will be eight weeks with a time 
commitment of one to two hours per week. 
Methods to Recruit/Identify Recipients 
The Alzheimer's Association has early stage support groups throughout 
the nation for people with dementia and their caregivers; these groups do meet at 
the Rochester, New York Alzheimer's Association chapter as well. The staff at 
the Rochester branch previously have been enthusiastic about connecting this 
occupational therapist with group members who are interested in participating in 
novel programs and interventions. 
In the majority of cases, primary care physicians are the initial contact for 
people who have concerns about their cognitive skills. In order to determine a 
diagnosis, these doctors perform a medical history, physical exam, neurological 
evaluation, mental status testing, and order further diagnostics such as 
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laboratory tests and aCT scan or MRI (Alzheimer's Association, 2013). They are 
careful to rule out other disorders with similar symptoms, such as a urinary tract 
infection or depression, for an accurate diagnosis. As part of a larger medical 
and health community, physicians have the ability to connect newly diagnosed 
patients to outside resources. 
Home care agencies frequently work with people who have dementia and 
their caregivers, and may wish to contract with therapists skilled in this area. 
Desired Outcomes 
Measurable objectives for this program: 
1. 50% of caregivers of participants over the age of 65 with dementia will 
demonstrate a statistically significant decrease in self-reported caregiver 
burden on the Zarit Burden Interview (ZBI-12 item) over an 8-week period. 
2. 50% of participants over the age of 65 with dementia will report a statistically 
significant increase in quality of life on the QOL-AD measure over an 8-week 
period. 
3. None of the participants over the age of 65 with dementia will be placed into a 
nursing home over a one year period. 
4. Participants over the age of 65 with dementia will demonstrate a statistically 
significant decrease in falls as compared to self prior to the program and/or 
controls over a one year period. 
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Process of Delivery 
This eight-week program will consist of one hour of group occupational 
therapy weeks 1, 3, 5, and 7, and one hour of individual therapy weeks 2, 4, 6, 
and 8, with four client-caregiver teams assigned to each group. The first, third, 
fifth, and seventh weeks will involve group sessions in a central accessible 
location, and the alternating weeks will consist of individual home meetings for 
follow-through of the ideas presented, individualized support and assistance, and 
privacy for the caregiver who may want to speak with the occupational therapist 
alone. Group sessions will use the strategies of providing education, stimulating 
discussion, question/answer time, and idea sharing. One-on-one sessions in the 
client's home will then focus on strategies for individual concerns, needs, and 
goals including home safety. Challenging behaviors will be addressed privately 
during home visits. 
One full time occupational therapist can both run groups and make home 
visits for six teams of four caregiver/client dyads. The program could cycle 
through six times over the course of a year. The teams will be staggered by one 
week so that only three of the teams would need home visits each week, for a 
total of three group sessions and 12 home visits per week for the therapist. This 
will allow 25 hours per week for planning, scheduling home visits, phone calls, 
travel, billing, and paperwork. 
Below is a sample schedule for the occupational therapy practitioner (a dyad is 
one caregiver/client set; a team is composed of four dyads): 
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Table 2- Sample Schedule 
Week 1 Monday Tuesday Wednesday Thursday Friday 
9:00am Team 1 Team 4, ITeam 5, Team 6, Phone calls 
Group Dyad 4a Dyad Sa Dyad 6a Planning 
Session home visit home visit home visit Preparation 
10:30 am Team 2 Team 4, ITeam 5, Team 6, Billing 
Group Dyad 4b Dyad Sb Dyad 6b Paperwork 
Session home visit home visit home visit 
1:00pm Team 3 Team 4, ITeam 5, Team 6, 
Group Dyad 4c Dyad Sc Dyad 6c 
Session home visit home visit home visit 
2:30pm Team 4, lfeam 5, Team 6, 
Dyad 4d Dyad Sd Dyad 6d 
home visit home visit home visit 
Week2 Monday Tuesday Wednesday Thursday Friday 
~:00 am ITeam 4 Team 1, ITeam 2, Team 3, Phone calls 
Group Dyad 1a Dyad 2a Dyad 3a Planning 
Session home visit home visit home visit Preparation 
10:30 am lfeam 5 Team 1, Team 2, ITeam 3, Billing 
Group Dyad 1b Dyad 2b Dyad 3b Paperwork 
Session home visit home visit home visit 
1:00pm ITeam 6 ITeam 1, Team 2, lfeam 3, 
Group Dyad 1c Dyad 2c Dyad 3c 
Session home visit home visit home visit 
2:30pm ITeam 1, Team 2, ITeam 3, 
Dyad 4d Dyad 2d Dyad 3d 
home visit home visit home visit 
Appendix F contains a detailed information packet for clients with 
guidance regarding each of the 14 topics included in the program and outlined 
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here: information about dementia; fall prevention at home; self care tasks; 
successful mealtimes; cooking and kitchen safety; medication management; 
using the telephone/emergency assistance; wandering and getting lost; 
rummaging, hiding, and hoarding solutions; sleep strategies; meaningful activity; 
the preferences worksheet; life story books; and useful resources. 
Activities 
Group and home session content: 
1. Group week 1 - Introduction and information 
• Overview of the program and its goals 
• Zarit Burden Interview and QOL-AD 
• Dementia: 
• symptoms 
• daily challenges 
• occupational changes 
• emotional and behavioral sequelae 
• the health risks and behavioral consequences of occupational 
deprivation 
• promoting the benefits of participation in daily tasks and 
leisure activities 
2. Home visit week 2 - Fall prevention 
• Causes of falls 
• Safety room-by-room 
• Keeping healthy and active 
3. Group week 3 - IADLs 
• Cooking and kitchen safety 
• Medication management 
• Using the telephone/emergency assistance 
4. Home visit week 4 - ADLs/self-care 
• General recommendations 
• Dressing 
• Using the toilet 
• Bathing 
• Mealtimes 
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5. Group week 5- Special issues 
• Wandering and getting lost 
• Rummaging, hiding, and hoarding 
• Sleep strategies 
6. Home visit week 6 - Sharing information 
• Preferences worksheet 
• Life story book 
7. Group week 7- Meaningful activity 
• Strategies to encourage participation 
• Activity ideas 
• Example of how to grade an activity down to varying levels 
• 9-holes of golf 
• Bucket of balls 
• Outdoor putting 
• Indoor putting green 
• Large hole adapted indoor putting green 
• Simple table-top golf activity (rolling balls) 
• Golf sensory/activity bin with golf balls, tees, gloves, score 
cards 
8. Home visit week 8 - Conclusion 
• Final tips and Resources 
• Any remaining questions/concerns 
• Zarit Burden Interview and QOL-AD 
Personnel 
With a small pilot program of four care recipient/caregiver dyads, only one 
occupational therapist would be needed to lead the group sessions and make the 
home visits. A social worker or case manager would be helpful to assist clients in 
accessing additional resources, such as day programs and respite care. 
Potential Barriers and Challenges to Implementation 
As in any program, the ultimate success of this intervention for people with 
dementia and their caregivers depends upon the recipients' ability to be 
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consistent in following through with the recommendations, education, and tools 
received through the intervention. The information packet used throughout the 
program can serve as a reference and resource for caregiver/care-recipient 
dyads once weekly sessions have been completed. In addition, monthly 
telephone follow-up after the eight week program might give clients the 
opportunity to review any questions and discuss new concerns which have 
arisen. As noted previously, Thinnes and Padilla (2011) incorporated 43 articles 
into their systematic review to determine the best occupational therapy strategies 
for increasing the length of time during which people with dementia can remain at 
home safely. One of the suggestions made by the researchers was follow-up 
telephone-based support for caregivers; the majority of the other suggestions are 
already critical components of this program. 
Another potential challenge to the implementation of this client-centered 
program is the fact that the needs of people with dementia and their caregivers 
change over time as the disease progresses; not all information presented will be 
immediately useful to the dyads. In addition, not all people with dementia will 
exhibit every behavior issue reviewed. It remains to be seen if people will be 
receptive to the introduction of topics which are not currently relevant to their 
situation. 
Finally, potential barriers for caregivers include lack of monetary funds for 
needed materials and the struggle of personal time and energy limitations. Many 
children of people with dementia who are caregivers also balance work, their 
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spouse and children, and a home. One of the goals of the intervention proposed 
in this paper is to set up a safe and effective environment for the person with 
dementia which encourages increased safety and independence in self-care and 
leisure activities, effectively freeing up the caregiver to attend to other areas of 
his/her life. 
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Chapter Four: Evaluation Plan 
Program Evaluation 
Program evaluation is the method through which therapeutic interventions 
are assessed for efficacy and practicality; thorough evaluation also provides 
feedback regarding ways to improve a program. Information on the performance 
and value of programs is increasingly required by elected officials, insurance 
companies, foundations, clinicians, and families (Newcomer, et al. , 201 0). 
A good example of this push for accountability is the new Medicare Part B 
(outpatient therapy) billing requirements put into place on July 1, 2013; 
documentation of functional data regarding the primary issue being addressed 
must be completed with the billing. Current functional level and goal level is 
required every 10 visits, as well as a discharge level following the final session. 
In occupational therapy, the 1Oth, 20th, etc. visit and data input can only be 
completed by a licensed occupational therapist, not by a certified occupational 
therapy assistant, in order for the services to be reimbursed (AOTA, 2013). This 
documentation allows Medicare to track functional changes in clients, and will 
enable the agency to determine if skills are progressing and at what pace as a 
way to evaluate the performance of various programs. 
Logic Model 
The logic model serves as an overview of the program and as a guide for 
program evaluation; it includes program clients, resources, external/ 
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environmental factors such as politics and community resources, the nature of 
the problem, the program theory, interventions and activities, program outputs, 
and outcomes (Mclaughlin & Jordan, 201 0). Please see appendix G for the 
logic model of the client-centered program for people with dementia and their 
caregivers presented in this doctoral project. Below is an outline of the logic 
model information for this project: 
Inputs/Resources 
• Program Clients 
• Adults over the age of 65 with dementia 
• The primary caregiver for each adult with dementia 
• Program Resources 
• Alzheimer's Association connections 
• Future charitable funders 
• Insurance, Medicare, Medicaid 
• Occupational therapist 
• Rochester General Health System resources 
• Circle of Advisors 
• Project mentor 
• Clients and caregivers willing to participate 
External/Environmental Factors 
• Client time/energy available 
• Increasing number of cases of dementia world-wide 
• Alzheimer's Association and governmental push for improved planning and 
care for people with dementia 
• National Alzheimer's Project Act and subsequent National Plan to Address 
Alzheimer 's Disease 
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• Funding 
• Medicare/Medicaid/insurance regulations 
• Obamacare 
Nature of the Problem 
Dementia causes decreased problem solving, communication, and 
confusion and anxiety. This results in difficulty with ADLs and IADLs, agitation, 
wandering, and decreased social/leisure occupations. Resultant behaviors can 
lead to falls, injuries, and lower activity levels in people with dementia. The 
subsequent physical and cognitive decline increases demands on the caregiver, 
who is more likely to burn out and resort to the institutionalization of the person 
with dementia. 
Program Theory 
Providing caregivers with support and problem-solving strategies will 
increase care-recipient independence, safety, and occupation, decrease 
caregiver burden, and increase quality of life for both individuals. 
Interventions/Activities (please see chapter 3 for more details) 
• Four group sessions 
• Dementia 
• IADLs 
• Common issues 
• Meaningful activity 
• Four individual sessions 
• Fall prevention 
• ADLs 
• Sharing information 
• Conclusion 
• Information packet 
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Outputs 
• Zarit Burden Interview results 
• QOL-AD results 
• Fall numbers/fall log 
• Institutionalization numbers 
• Caregivers with increased confidence and competence 
• Care-recipients with increased participation in occupation 
Short-term outcomes (eight weeks) 
• Percentage of caregivers of participants over the age of 65 with dementia 
demonstrating a statistically significant decrease in self-reported caregiver 
burden on the Zarit Burden Interview (ZBI-12 item) . 
• Percentage of participants over the age of 65 with dementia reporting a 
statistically significant increase in quality of life on the QOL-AD measure. 
Intermediate outcomes (one year) 
• Percentage of caregivers of participants over the age of 65 with dementia who 
maintain their self-reported caregiver burden on the Zarit Burden Interview 
(ZBI-12 item) from the score at 8 weeks to that at one year . 
• The percentage of participants over the age of 65 with dementia who maintain 
their self-reported quality of life on the QOL-AD measure from the score at 8 
weeks to that at one year . 
• Number of participants over the age of 65 with dementia placed into a nursing 
home over a one year period . 
• Number of falls of participants over the age of 65 with dementia as compared to 
self prior to the program and/or controls over a one year period. 
Long-Term Outcomes 
• Increasing numbers of people with dementia will age in place successfully with 
the help of a caregiver who is equipped to handle issues as they arise 
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• Falls and other risks leading to injuries arising from unsafe home environments, 
agitated behavior, and deconditioning will decrease 
• Costs associated with increasing levels of care for people with dementia will 
decrease 
• Cost effectiveness : cost of the program per client-caregiver dyad compared 
with the savings incurred for the number of months institutionalization was 
avoided 
Methods for Obtaining Data 
Assessment Instruments 
The Zarit Burden Interview (12-item) 
VanDurme, et al. (2012) completed a literature review of tools assessing 
the effects on the primary caregiver involved in informal caregiving for elderly 
clients at home. The researchers preferred the Zarit Burden Interview {12-item) 
due to its substantial validation, and its characteristics of being clear, brief, user-
friendly, and capable of discerning changes over time" (VanDurme, 2012). 
The Handbook of Assessment in Clinical Gerontology (Lichtenberg, 201 0) 
includes the ZBI-12. The 12 questions on a five-point ordinal scale (never, rarely, 
sometimes, quite frequently, and nearly always) include the issues of time for 
oneself, stress over meeting other responsibilities such as work and family, 
feeling angry or strained when around the relative, effect on relationships with 
other family members/friends, negative effects on one's health and social life, 
decreases in privacy, feeling a lack of control over one's life, uncertainty about 
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what to do about the relative, and feeling as if one could do a better job in caring 
for their relative (ZBI © Zarit & Zarit, 1980-2008). 
The Quality of Life in Alzheimer's Disease measure (QOL-AD) 
The Quality of Life in Alzheimer's Disease measure (QOL-AD) and 
interviewer instructions are available for free online at www.dementia-
assessment.com.au. This scale briefly assesses physical health, energy, mood, 
living situation, family, marriage, friends, activities, self, and life from both the 
caregiver 's and client's point of view for a person-centered approach. The 
authors wrote this measure with input from clients, caregivers, and professionals 
and included domains within the realm of what was deemed important for the 
quality of life of people with dementia (Logsdon, 1996). 
Benefits of the QOL-AD include: a short amount of time needed to 
complete; easy completion for interviewees; good content validity, good 
construct validity; good test-retest reliability, good-to-excellent internal reliability 
(0.86), and good construct reliability; simple scoring with no formal training 
required; and the fact that it uses a person-centered self-assessment approach 
(Mayle et al. , 2011; Merchant & Hope, 2004; aro.gov.au). 
The QOL-AD has 13 items, provided in questionnaire form to caregivers 
and interview form to clients (Logsdon, 1996). Clients who have MMSE scores 
at or above 10/30 are expected to be capable of completing the interview. Each 
question is answered on a four-point ordinal scale, with 1 being "poor" and 4 
being "excellent," with a maximum score of 52 and a minimum of 13; client and 
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caregiver scores can be combined for a total score. The client or caregiver alone 
can participate in this measure when necessary (i.e. live alone, MMSE below 1 0). 
How these performance measures will provide meaningful information for 
the program evaluation (Poister, 201 0): 
1. By providing objective information to managers and policy makers 
2. By promoting well-informed decisions that will improve the program 
3. To help catch problems/poor program performance 
4. By collecting data for future program evaluations 
5. By providing accountability to various stakeholders 
6. By providing information needed for financial planning 
Data Analysis Plan 
Therapists, insurance companies, and other stakeholders prefer to see 
evidence-based practice taking place, with providers introducing programs which 
have been proven to be effective with their specific client base. A pretest-
posttest quasi-experimental research design with the subjects as their own 
controls can be used for this client-centered program evaluation. The research 
design can include each client as his/her own control. Henry (201 O) describes a 
comparison group design called fixed-effects designs for longitudinal evaluations. 
Each person is their own control ("comparison") and treatment effects can be 
estimated by comparing a client's outcomes when he/she received the treatment 
with when he/she was not given the treatment or received an alternative 
treatment (Henry, 201 0) . 
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Because of the therapeutic relationship benefits of any occupational 
therapy program, therapy sessions not using the program described in this 
doctoral project could offer client validation and improve perceived quality of life, 
lower burden level, increase engagement, etc. If a control is not used, it is 
difficult to determine if any positive effects are due to the therapeutic relationship, 
the educational/experiential program, or both. Therefore, program clients might 
be exposed to a basic strengthening/endurance occupational therapy program 
prior to the client-centered program to weed out this effect; alternatively, a control 
group could complete an exercise program simultaneously as the experimental 
group receives the client-centered program. In either scenario, both the 
experimental and control groups would receive the therapy for the same number 
of sessions and minutes/session and both would be seen in groups as well as in 
their homes. Finally, client input regarding the process and their suggestions 
would also provide extremely useful information. 
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Chapter Five: Funding Plan 
Program Description 
Informal caregivers are a cornerstone of care for many people with 
dementia in the United States; however, they are constantly challenged to adjust 
their care strategies to the needs of their loved one. As cognitive skills decrease 
with the progression of dementia, agitation, sleeplessness, depression, and 
wandering become more prominent; individuals with the disease require an 
increasing level of attention, supervision, and assistance with daily tasks, and 
simultaneously demonstrate a decrease in engagement with loved ones and 
participation in meaningful activity. Many caregivers experience a comparable 
intensification of stress, burden, and negative effects on health, employment, and 
finances (Alzheimer's Association, 2012). Without intervention and support, 
frequently the result is expedited nursing home placement rather than the 
implementation of strategies needed to maintain the person with dementia at 
home. 
Described in this doctoral project is a client-centered program geared 
towards delaying or even avoiding long-term care placement of people with 
dementia by helping to increase client tranquility, independence, and safety, 
therefore decreasing caregiver feelings of burden and daily challenges. Through 
this intervention, caregivers will be empowered with skills and strategies with 
which to engage and support their loved one with dementia, thus improving self-
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efficacy and quality of life for both caregivers and care-recipients. The program 
will educate caregivers regarding the following elements: methods for promoting 
autonomy in self-care; ways of incorporating meaningful activity into the daily 
routine; methods for increasing home safety; and strategies for challenging 
behaviors. 
Available Local Resources 
Volunteer time 
Occupational therapy students at one of the local colleges (Nazareth 
College in Rochester, New York) may be recruited to scan photographs and 
create pages to help complete life story books. Level I fieldwork students might 
participate in home safety evaluations by taking measurements and helping to 
rearrange furniture, if necessary. 
Nazareth College is also a source of expertise and advice with a faculty 
having advanced knowledge regarding research, clinical skills, and education. 
Materials provided by merchants 
Some vendors or medical supply stores may donate products, such as 
reachers and bedside commodes, to the program in the hopes that clients will 
want to purchase their adaptive equipment. 
Local experts who can provide help/advice 
Leaders of the Alzheimer's Association chapter in Rochester, New York 
have been enthusiastic about the elements of this program to which they have 
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been introduced; various employees of the local chapter have offered ideas and 
space in which to work with dyads and/or deliver program-related presentations. 
The author's employer, Rochester General Health Systems, provides all 
employees with access to a librarian and an extensive online library with many 
academic journals. Medical and therapy professionals within the system are 
enthusiastic about sharing ideas and knowledge. Also, patients within the 
system may benefit from this program for people with dementia and their 
caregivers and may be a source for program clients. 
Costs Associated with Delivering the Program 
Personnel (salary and benefits) for Years One and Two 
One full time occupational therapist can both run groups and make home 
visits for six teams of four caregiver/client dyads. The program could cycle 
through six times over the course of a year. The teams will be staggered by one 
week so that only three of the teams would need home visits each week, for a 
total of three group sessions and 12 home visits per week for the therapist. This 
will allow 25 hours per week for planning, scheduling home visits, phone calls , 
travel, billing, and paperwork. The cost will remain the same for years one and 
two, without accounting for inflation/pay raise. 
Below is a sample schedule for the occupational therapy practitioner (a dyad is 
one caregiver/client set; a team is composed of four dyads): 
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Table 2- Sample Schedule 
Week1 Monday Tuesday Wednesday Thursday Friday 
9:00am Team 1 Team 4, Team 5, Team 6, Phone calls 
Group Dyad 4a Dyad Sa Dyad 6a Planning 
Session home visit home visit home visit Preparation 
10:30 am Team 2 Team 4, Team 5, Team 6, Billing 
Group Dyad 4b Dyad Sb Dyad 6b Paperwork 
Session home visit home visit home visit 
1:00pm Team 3 Team 4, Team 5, Team 6, 
Group Dyad 4c Dyad Sc Dyad 6c 
Session home visit home visit home visit 
2:30pm Team 4, Team 5, Team 6, 
Dyad 4d Dyad Sd Dyad 6d 
home visit home visit home visit 
Week2 Monday Tuesday Wednesday Thursday Friday 
9:00am Team 4 Team 1, Team 2, Team 3, Phone calls 
Group Dyad 1a Dyad 2a Dyad 3a Planning 
Session home visit home visit home visit Preparation 
10:30 am Team 5 Team 1, Team 2, Team 3, Billing 
Group Dyad 1b Dyad 2b Dyad 3b Paperwork 
Session home visit home visit home visit 
1:00pm Team 6 Team 1, Team 2, Team 3, 
Group Dyad 1c Dyad 2c Dyad 3c 
Session home visit home visit home visit 
2:30pm Team 1, Team 2, Team 3, 
Dyad 4d Dyad 2d Dyad 3d 
home visit home visit home visit 
According to the US News and World Report (2013), the median salary for 
occupational therapists in 2011 was $73,820. The total costs to a business for 
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salary, employment taxes, and benefits are usually 1.25 to 1 .4 times the base 
salary (Richards, 2013), or approximately $94,000 to $105,000 for a base salary 
of $75,000. 
Once fully underway, the program's occupational therapist will need to be 
a licensed occupational therapist and not an occupational therapy assistant 
(OTA) due to the new Medicare Part B reimbursement regulations noted 
previously; however, once the program grows, OTAs could become involved with 
occupational therapist supervision. 
Consultants (salary) for Years One and Two 
A social worker will provide information regarding community resources, 
such as day center programs, for two hours per month. A consultant fee of $100 
per hour is used for calculations below. 
Equipment for Year One 
• Sample equipment will be needed to trial in client homes during home visits 
and to loan for more extended appraisals (i.e. tub bench, medication 
dispenser, chair alarm). These items can be cleaned thoroughly with a 
hospital approved bleach solution between client trials . 
• A GPS system will be necessary for finding county-wide home locations 
during travel, especially with needing a new group of directions every eight 
weeks. Prices range from about $100 to over $200; a relatively inexpensive 
device will be purchased in year one. 
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• A notebook computer will be needed for documentation, data collection, 
organization, scheduling, and evidence-based literature searches. 
Communication for Years One and Two 
• A cellular telephone is a necessity for a traveling occupational therapist; 
however, costs can be kept low with a pay-as-you-go telephone such as 
TracFone. A basic $50 mobile telephone will be purchased in year one . 
• The creation and maintenance of a website incorporating exercise ideas, 
the information packet, etc. will be needed. A basic website costs $60/year 
on vistaprint.com. A Google Sites website is free; please see an example at 
https://sites.google.com/site/livingathomewithdementia/. 
Supplies for Years One and Two 
• Information packets will be printed for caregivers (about 144 packets per 
year, 45 pages per coil bound packet with some color photographs = 
approximately $10 per packet, for a total in the range of $1,400-$1 ,500 each 
year) . 
• Materials will be needed for the group session in week seven which 
addresses participation in meaningful activity and the grading of activities. 
Travel for Years One and Two 
• Travel between clients' homes- according to the Internal Revenue Service 
(IRS, 2013), the mileage reimbursement rate for business miles in 2013 is 
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56.5 cents per mile; travel from the first home visit through to the last home 
visit is reimbursable (travel to the first location and home from the last 
location are considered typical commuter costs to be paid by an employee). 
Monroe County encompasses Rochester, New York and the surrounding 
areas. Because most locations in the county are within 20 miles of one 
another, and three home visits would occur four days per week for six eight-
week sessions per year, the estimated yearly mileage amount for the total of 
about 5, 760 miles would be approximately $3,250 . 
• Travel expenses related to conference attendance- include gas, airfare, 
hotel, food, and miscellaneous expenses; attendance fees and the time and 
funding required to make posters for presentations are additional costs 
covered under the "dissemination plan". Please see chapter six for details 
regarding dissemination expenses. 
Conference Registration for Years One and Two 
Participation in conferences is a powerful way to share information, learn 
new clinical strategies, and make professional connections. Two worthwhile 
conferences include the American Occupational Therapy Association's annual 
conference and the Alzheimer's Association's International Conference, "the 
world's largest conference of its kind, bringing together researchers from around 
the world to report and discuss groundbreaking research and information on the 
cause, diagnosis, treatment and prevention of Alzheimer's disease and related 
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disorders" (Alzheimer's Association, 2013, alz.org/research/funding/ 
alzheimers_conference.asp ). 
Rental of facilities for Years One and Two 
Facilities are needed for four to five hours per week in a location with easy 
parking and good accessibility. The local Alzheimer's association might be willing 
to rent meeting space at a reduced rate; they are housed within Monroe 
Community Hospital, in Rochester, New York, which might also have rental space 
available. 
Table 3- Summary of Program Costs 
Year One Year Two 
Personnel (salary, taxes, $100,000 $100,000 
and benefits) 
Consultants $2400 $2400 
Equipment $2150 $0 
Communication $230 $180 
Supplies $2,000 $2,000 
Travel $3,250 plus $1 ,000 for $3,100 plus $1 ,000 for 
conference travel costs conference travel costs 
Conference Registration $400 $400 
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Year One Year Two 
Facilities Rental $5,000 $5,000 
Dissemination Plan $2,800 (includes funds $2,800 (includes funds 
(please see chapter 6 for a second conference for a second conference 
for explanation of costs) and workshops) and workshops) 
Total $119,230 $116,880 
Relevant Sources Considered for Funding 
Federal- The National Plan to Address Alzheimer's Disease 
The National Plan to Address Alzheimer's Disease includes provisions 
providing support for family caregivers. The Administration on Aging and state 
governments will work together to develop services for the longer-term needs of 
people with dementia and supports for their caregivers, with a focus on respect 
and knowledge, and being conscientious of the needs of people with dementia. 
The Plan also entails developing an improved method for determining the needs 
of caregivers, a better way of directing caregivers to available services and 
services to caregivers, and increased use of evidence-based interventions 
(Alzheimer's Association, 2013). 
Action 3.8.4 in the 2013 Update to the National Plan to Address 
Alzheimer's Disease lays out plans to expand and widely disperse evidence-
based therapeutic programming for people with dementia and their caregivers. 
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The U.S. Department of Health and Human Services will increase and diversify 
support for research and will orchestrate experiments and systematic reviews for 
evidence-based interventions which will assist people with dementia and their 
caregivers. The goal is to discover new possibilities for promising programs and 
make those findings immediately useful to the community of people caring for 
those with dementia (US Department of Health and Human Services, 2013). 
Grant- Alzheimer's Association 
The New Investigators Program funds scientists who have earned their 
doctoral degrees within the last 10 years. One of the program areas of focus is 
the impact of the physical and social environment. The Alzheimer's Association 
acknowledges that environmental design for people with dementia is a complex, 
multi-faceted area of study, the results of which can have a significant effect on 
one's ability to remain independent, safe, and comfortable within one's own 
community, and can even improve skills in the areas of mobility and cognition. 
The Alzheimer's Association finds it critical to better understand: how the physical 
and social environments alone and in combination can lead to positive outcomes 
such as improved quality of life; what aspe<?tS of the environment can support 
people with dementia and enhance skills; and how environments must change 
throughout the course of the disease to continually have a positive effect on 
quality of life and skill sets (Alzheimer's Association, ND). This grant might be a 
great way to turn the client-centered program described in this paper into a 
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research project. This program is closely related to the grant's emphasis as it 
focuses on the physical and social environment and on independence, safety, 
and quality of life. 
Foundation- The Alzheimer's Foundation of America (AFA) 
The Alzheimer's Foundation of America distributes grants to nonprofit 
member organizations in order to create or improve existing educational and 
support services and to support families in the community. The Bi-Annual Grants 
provide funds to current or new programs which are geared towards the 
improving the lives of people with dementia and their families. The Bi-Annual 
Grants are awards of $5,000 each. 
Foundation- The Hearthstone "I'm Still Here" Foundation 
The Hearthstone "I'm Still Here" Foundation focuses on non-
pharmacological treatment approaches which have the potential to rapidly 
improve the quality of life of people with dementia and their caregivers. A priority 
of Hearthstone's "I'm Still Here" Foundation is to accelerate the creation and 
utilization of innovative programs for the treatment and care of people with 
dementia that involve families and formal caregivers in both therapy and 
education. Funding amounts are not specified. 
"We specifically support projects that incorporate: 
• Research about the contributions that proposed innovations in care make to 
the quality of lives of people with Alzheimer's Disease, their families, or 
care-giving staff 
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• Demonstration of prototype environmental designs, multi-faceted treatment 
approaches, and family involvement 
• Education about the opportunities families and care-giving staff have to 
design, implement, and evaluate these innovations on behalf of people with 
Alzheimer's." 
Foundation- the Greater Rochester Health Foundation 
The Greater Rochester Health Foundation offers Opportunity Grants, the 
purpose of which are to support projects having the greatest possibility of 
improving community health through prevention and health care delivery and can 
demonstrate measurable improvements in the Rochester community. The Health 
Foundation is open to new projects incorporating a pilot program approach for 
success assessment (2014 Opportunity Grants). The client-centered program for 
people with dementia and their caregivers described in this paper demonstrates 
the potential for prevention and accessible health care, and would need to begin 
as a pilot program, all of which are appropriate for this grant. Funding amounts 
are $50,000-$200,000. 
Foundation- the American Occupational Therapy Foundation 
The Mary J. Bridle First Research Award provides $250 annually for 
students to participate in research. The program described in this paper and the 
author both meet the following eligibility criteria: 
"For eligibility the applicant(s) research manuscript must meet the 
following criteria: 
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• Be the first research study in that individual's/team's OT career 
• Be initiated while the individual/team is still considered a student(s) and 
submitted within 3 years of graduation 
• Individual/team is the senior author or principal investigator on the study 
• No previous refereed publication or professional presentation of the study 
may have been done 
The research shall: 
• Add to the body of knowledge and contain components of authentic OT 
• Clearly demonstrate significance to the field of OT 
• Have logical development of rationale for the study, and for the specific 
question 
• Be methodologically correct 
• Be clearly written , and in a publishable format" 
Foundation- the AOTF/AOTA Intervention Research Grant Program 
The AOTF/AOTA Intervention Research Grant Program is a collaboration 
between the American Occupational Therapy Foundation (AOTF) and the 
American Occupational Therapy Association (AOTA) with the goal of increasing 
evidence-based research on occupational therapy interventions so that 
practitioners can have access to best practices. Health issues related to aging is 
one of two 2013-2014 priority areas designated in the provisions of this grant, 
and pilot studies are welcomed. The intervention research initiative will consider 
one year proposals for awards of $50,000 or less (aotf.org, 2012) . 
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Foundation- the Harry and Jeanette Weinberg Foundation 
The Harry and Jeanette Weinberg Foundation prioritizes supporting older 
adults as the largest focus of their funding. There is no typical grant amount. 
The program described in this paper could center on lower income communities: 
"If you are seeking a grant within "Older Adults", you should be able to 
answer "yes" to the following questions. Does this grant: 
1. Serve the poorest? All grants must target populations well below the area 
median income level. Populations at even lower incomes are further 
prioritized. 
2. Serve the most vulnerable? The Foundation prioritizes proposals that help 
older adults with the highest levels of functional need. 
3. Address the most basic needs? The Foundation prioritizes support for 
organizations or programs addressing the most basic needs. This includes 
food, housing, and income security, as well as long term care. Basic needs 
also include supports for activities of daily living, and initiatives to maintain 
functional status by delaying the onset of disability. 
4. Build the field? The Foundation looks for how an individual grant might help 
to "build the field" of supports and services for poor older adults. Building the 
field might be indicated by especially strong collaborations at the community 
level, the ability to leverage or strengthen other resources, testing of a new 
model for replicability, or the promotion of systems of care. Sharing 
information also builds the field. The key to this principle is this question, 
"What can the project, either service delivery or capital, teach the larger 
field of aging?" 
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Donations- Excess Access. Linking surplus with needs 
Excess Access is an ecological charity which seeks to make reducing, 
reusing, and recycling convenient while assisting nonprofit organizations. 
After creating an account on their website, visitors can browse "Available 
Gifts" or "Post a Wish" and specify the category, description, and quantity of the 
item(s) needed for one's organization. Commonly offered items include furniture , 
supplies, electronic equipment, appliances, medical supplies, food, and clothing. 
An honest appraisal of the condition of the item is included (i.e. new, needs 
repair, etc.). 
The online description of the wish-and-match process: 
"Our online database continuously matches wishes (from non-profit 
organizations) with nearby donations and will send you an automatic Potential 
Match Alert email. They have the item and location in the subject. We 
automatically match donation postings with the wishes of nearby recipients who 
may provide pick-ups or where you can drop off accepted items." 
Corporate- Walmart State and Local Giving 
One focus area of the Walmart State & Local Giving program is health and 
wellness, and gifts are provided on a community-by-community basis. Requests 
for products and gift cards (these are "in-kind" donations) can be made at one's 
local Walmart or Sam's Club. Funds are expected to be used for a nonprofit 
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organization's program(s) that benefit(s) people and communities in the service 
area of the local store. 
Funding References 
The Alzheimer's Association Grants 
http://www.alz.org/research/alzheimers_grants/types_of_grants.asp 
The Alzheimer's Foundation of America (AFA) Grants 
www. alzfdn.org/AFAServices/aboutAFAgrants.html 
The American Occupational Therapy Foundation 
The AOTF/AOTA Intervention Research Grant Program and the 
The American Occupational Therapy Foundation's Mary J. Bridle First Research 
Award 
http://www. aotf. org/scholarshi psgrants.aspx 
Excess Access, Linking surplus with needs 
excessaccess.org 
The Greater Rochester Health Foundation Opportunity Grants 
http://www. the grhf.org/Default.aspx?R 0=6039 
The Harry and Jeanette Weinberg Foundation 
http://hjweinberg foundation.org/program-areas/older-adults/ 
The Hearthstone "I'm Still Here" Foundation 
http :l/www. the hearth.org/foundation. html 
Walmart State and Local Giving 
http :1/fou ndation. wal mart. com/apply-for -grants 
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Chapter Six: Dissemination Plan 
Description of the Program 
Informal caregivers are a cornerstone of care for many people with 
dementia in the United States; they are constantly challenged to adjust their care 
strategies to the needs of their loved one. As cognitive skills decrease with the 
progression of dementia, agitation, sleeplessness, depression, and wandering 
become more prominent; individuals with the disease require an increasing level 
of attention, supervision, and assistance with daily tasks, and simultaneously 
demonstrate a decrease in engagement with loved ones and participation in 
meaningful activity. Many caregivers experience a comparable intensification of 
stress, burden, and negative effects on health, employment, and finances 
(Alzheimer's Association, 2012). Without intervention and support, frequently the 
result is expedited nursing home placement rather than the implementation of 
strategies needed to maintain the person with dementia at home. 
The client-centered program for people with dementia and their caregivers 
is grounded in evidence-based literature. Participation in the program has been 
shown to delay long-term care placement of people with dementia by an average 
of six months (fictional); it does so by helping to increase care-recipient comfort, 
independence, and safety, therefore decreasing caregiver feelings of burden and 
daily challenges. Through this intervention, caregivers are empowered with skills 
and strategies with which to engage and support their loved one with dementia, 
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improving self-efficacy and quality of life for both caregivers and care-recipients. 
The program educates caregivers regarding the following elements: methods for 
promoting autonomy in self-care; ways of incorporating meaningful activity into 
the daily routine ; methods for increasing home safety; and strategies for 
challenging behaviors. 
Dissemination Goals 
The long term goal of this program is to keep more people with dementia 
safely and comfortably in their own homes for longer periods of time with 
assistance from caregivers who feel competent, relaxed, and successful in their 
role. 
The short term goals for this program: 
• People with dementia, the caregivers of people with dementia, and 
occupational therapists who work with this population will be educated about 
this program and its benefits . 
• Program implementation with one full time occupational therapist running 
groups and making home visits for six teams of four caregiver/client dyads 
every eight weeks, completing the program with six cohorts over a one-year 
span of time. 
• Continued program evaluation to help to increase caregiver carryover and 
use of the strategies learned. 
• Increasing the personnel to include more occupational therapists capable of 
running the program will allow for more caregiver/care-recipient dyads to 
benefit from the program and will create a larger impact on the ability of 
people with dementia who live in Rochester, New York to remain in their 
own homes. 
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The primary audience for the dissemination is the consumers, the people 
with dementia and their caregivers, who must be willing to participate in all group 
and individual sessions as well as follow through with making changes in their 
homes, purchasing equipment, and adjusting their styles of interaction and 
routines. The other important audience is occupational therapy practitioners who 
work with clients who have dementia and their families. 
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Dissemination Plan 
Primary audience: Secondary audience: 
Caregivers Occupational Therapists 
(and Care-Recipients) who Work with Caregivers 
Key Messages • This program will help • As the number of people 
your loved one to be with dementia continues to 
more independent, rise , client-centered and 
interactive, safe, and/or effective evidence-based 
content treatments will become 
. Participation in this increasingly important for 
program may enable you your practice. 
to keep your loved one at • Clients will appreciate being 
home longer able to participate in a 
• This program will help to program which has been 
make your daily life shown to be effective with 
easier and reduce your people who have dementia 
burden • Medicare* will reimburse 
• You will have the your services because this 
opportunity to have an program will save money 
occupational therapist through decreased hospital 
come to your house and and rehabilitation stays for 
answer your questions, falls and the fact that 
discuss your concerns, participation in this program 
and help you to adapt will decrease or delay the 
your home environment if need for expensive long-
needed term care 
*please see Appendix H for 
information on Medicare 
Spokes- • Alzheimer 's Association • The Alzheimer 's Association 
persons • People with dementia is both well-known and well-
and/or their caregivers respected in the 
who have experienced professional community 
the program • The American Occupational 
Therapy Association (AOTA) 
125 
Primary audience: Secondary audience: 
Caregivers Occupational Therapists 
(and Care-Recipients) who Work with Caregivers 
Dissemination • Written: brochure • Written: American Journal of 
Mechanisms • Electronic: website; Occupational Therapy 
online education/support (AJOT) article/article in 
groups Advance for OT 
• In person: poster (occupational therapy), OT 
presentation at dementia Practice, and/or the AARP 
conferences; workshops; magazine 
Alzheimer's Association's • Electronic: podcast, website 
Early Stage Support • In person: meetings; AOTA 
Groups and dementia conferences 
Dissemination • Printing of brochures/ _ • Professional printing of 
Budget poster for one conference brochures/posters for two 
($150) conferences ($300) 
• Conference registration • Conference registration and 
and travel, hotel, meals travel, hotel, meals for two 
($1 ,500) conferences ($3,000) 
• Website upkeep ($60) • Website upkeep ($60) 
• Time, space, and 
materials for workshops • Total for registration and 
($1 ,000) travel/hotel/meals for both 
conferences, the website, 
workshops, and posters/ 
brochures is $4,360 
Dissemination Percentage of client/ Article acceptance to an 
Evaluation caregiver dyads willing to academic journal; number of 
participate in the program hits on the website and 
before and after podcast; number of 
dissemination; number of professional attendees at the 
hits on the website and poster presentation 
podcast; number of client 
attendees at the poster 
presentation 
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Dissemination Activities, Tools/Techniques in Sequential Order 
1. Website: 
Creating a website with the program description, the information packet, 
links to articles and products, caregiver/care-recipient stories, and activity ideas 
will be the first step in the dissemination process. Separate areas will be created 
for professionals and families with information geared towards their different 
needs and technical comprehension levels. The following dissemination activities 
can then reference interested people back to the website for more information 
and explanations regarding how to become involved as a client, caregiver, or 
occupational therapy practitioner. 
2. Brochures: 
Before introducing people with dementia and their caregivers to this 
program, it is essential to have a brochure available for people to take home and 
review at their leisure. Besides contact and website information, the brochure 
will offer details on the program presented during talks and workshops so that 
those with short term memory loss may revisit the information as needed and/or 
share it with others. 
3. Speak to people at the Alzheimer's Association Early Stage Support Groups: 
These support groups are ongoing at the Rochester, New York chapter, 
with new groups beginning every few months. The attendees are the program 
dissemination plan's primary audience, people with dementia and their 
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caregivers. Brochures including the website address and the speaker's contact 
information will be provided to all group members and leaders. 
4. Online education/support groups: 
Many people with medical concerns and illness turn to the internet for 
advice, guidance, and support. Advocacy groups may provide information, online 
chat rooms, and messaging for group members; one example is DASN 
International (Dementia Advocacy and Support Network International). DASN 
International is an internet-based support network and advocacy group run by 
people with dementia to share knowledge, help one another, and empower 
people with dementia and their caregivers around the world . Other objectives 
include connecting people with local branches of the Alzheimer's Association, 
advocating for respectful and dignified treatment of people with dementia, 
assuring the availability of services, and promoting connections to other support 
and counseling groups and services. 
Activities and resources are for people with dementia, caregivers, and 
professionals. Included on the site is an internet-based support group on Yahoo 
Groups, where members can post messages and responses, live internet chats 
that occur twice a day in a chat room, articles explaining the various types of 
dementia, current articles that are posted on a regular basis, including topics 
such as medications, treatments, personal stories, legislation, and more, and 
links to other useful sites and articles. This will be a great arena for sharing 
information regarding the program described in this paper. 
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The main website is www.dasninternational.org; health.groups.yahoo.com 
is the address for posting messages for group members, and http:!/ 
www.alzinfo.org/alztalk/flashchat.php is the live chat room. 
5. Workshops and poster presentations: 
30-60 minute long workshops will be offered to clients and families as well 
as to occupational, physical, and speech-language therapy practitioners in order 
to introduce the program, offer a few suggestions people can begin to use 
immediately, and encourage program participation for themselves/their clients. 
Brochures will be distributed and sign-in information, including attendees' names/ 
email/phone numbers, will be encouraged for follow-up. The capstone 
presentation on September 16, 2013 will be another opportunity for 
dissemination to the professional community. 
6. Article in Advance for OT. OT Practice, and/or the AARP magazine: 
Publishing an article in these magazines will allow dissemination to a large 
number of occupational therapy students, practitioners, and caregivers. For 
more information, the article will direct people to the program website. 
7. Podcast: 
Creating and posting one podcast for clients and families, and one for 
professionals will allow further dissemination in an alternative format. Because 
some people are auditory learners, a podcast may be their preferred method of 
receiving information. In addition, more details can be shared in a brief period of 
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time, and some older people may be more comfortable hearing the information at 
home rather than trying to negotiate a website and/or going out to a workshop. 
8. Poster presentation at a conference: 
A poster presentation at the AOTA conference, the Alzheimer's Association 
conference, or both is an opportunity to speak to a live audience, answer 
individual questions, and make connections with like-minded professionals. This 
dissemination tool can help to introduce the author to leaders in the field . 
9. AJOT Article: 
The pinnacle of success for an occupational therapy practitioner is to be 
published in an academic journal with rigorous standards and high circulation . 
Such publication brings credibility to a program and may encourage future 
funding. 
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Chapter Seven: Conclusion 
An Identified Need 
The number of elderly Americans is increasing rapidly, and dementia is 
prevalent within this population, especially among the growing group of people 
over the age of 90 (National Institutes of Health, 2011 ; Plassman, et al., 2007). 
The majority of elderly people, including many with dementia, report that they 
would like to stay in their own homes, which is cost effective for the family and 
community (Keenan, 201 0; Alzheimer 's Association , 2012). In addition, people 
with dementia who live at home are more content, safe, and independent than 
those who have been moved out of their homes; the familiar environment and 
reliable routines are reassuring and allow for people to maintain their skills for a 
longer period of time (Alzheimer 's Society, 2013). However, with this delay in 
institutionalization comes a need for more problem solving, time, and energy 
from caregivers. 
People with dementia have cognitive limitations which interfere with daily 
functioning and increase in severity over time; symptoms include memory loss, 
trouble learning new information/skills, confusion, decreased problem solving, 
difficulty with abstract thinking , and poor judgment. Additional challenges are 
seen with emotional control, sleep-wake cycles, and communication. As a result 
of these obstacles, participation in and successful completion of ADLs, IADLs, 
leisure tasks, and social interactions are limited ; individuals with the disease 
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require an increasing level of attention, supervision, and assistance with daily 
tasks, and simultaneously demonstrate a decrease in engagement with loved 
ones and participation in meaningful activity. Many caregivers experience a 
comparable intensification of stress, burden, and negative effects on health, 
employment, and finances (Alzheimer 's Association, 2012). Without intervention 
and support, frequently the result is expedited nursing home placement rather 
than the implementation of strategies needed to maintain the person with 
dementia at home. 
A Proposed Solution 
Described in this doctoral project is a client-centered program geared 
towards delaying or even avoiding long-term care placement of people with 
dementia by helping to increase their comfort, independence, activity 
participation, and safety, therefore decreasing caregiver feelings of burden and 
daily challenges. Through this intervention, caregivers will be empowered with 
skills and strategies with which to engage and support their loved one with 
dementia, improving self-efficacy and quality of life for both caregivers and care-
recipients. The program will educate caregivers regarding the following 
elements: methods for promoting autonomy in self-care; ways of incorporating 
meaningful activity into the daily routine; methods for increasing home safety; 
and strategies for challenging behaviors. 
A thorough review of the literature was completed in order to determine 
previous attempts to address the problem of caregiver burnout and nursing home 
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placement of people with dementia. Programs which attempted to increase client 
calmness, independence, and safety in the home environment, therefore 
decreasing caregiver feelings of burden and daily challenges, were explored. 
Nine approaches/concerns were recognized as being within the framework of the 
project proposed in this paper, including education and support for caregivers, fall 
prevention, strategies for self-care tasks (ADLs), IADLs and assistive technology, 
rummaging, hiding, and hoarding solutions, sleep strategies, promoting 
engagement in meaningful activity, life story work, and addressing multiple 
needs. The evidence based literature is lacking regarding comprehensive 
interventions combining these approaches. Occupational therapists are the ideal 
professionals to build thorough programs focusing on the multitude of needs of 
people with dementia and their caregivers because of the biopsychosocial, client-
centered, flexible, and creative approaches employed by this group of skilled 
clinicians. 
This eight-week program will consist of one hour of group occupational 
therapy weeks 1, 3, 5, and 7, and one hour of individual therapy weeks 2, 4, 6, 
and 8, with four client-caregiver teams assigned to each group. The first, third, 
fifth, and seventh weeks will involve group sessions in a central accessible 
location, and the alternating weeks will consist of individual home meetings for 
follow-through of the ideas presented, individualized support and assistance, and 
privacy for the caregiver who may want to speak with the occupational therapist 
alone. Group sessions will use the strategies of providing education, stimulating 
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discussion, question/answer time, and idea sharing. One-on-one sessions in the 
client's home will then focus on strategies for individual concerns, needs, and 
goals including home safety. Challenging behaviors will be addressed privately 
during home visits. 
Appendix F contains a detailed information packet for clients with 
guidance regarding each of the 14 topics included in the program: information 
about dementia; fall prevention at home; self-care tasks; successful mealtimes; 
cooking and kitchen safety; medication management; using the telephone/ 
emergency assistance; wandering and getting lost; rummaging, hiding, and 
hoarding solutions; sleep strategies; meaningful activity; the preferences 
worksheet; life story books; and useful resources. Goals of the program include 
decreased caregiver self-reported burden, increased quality of life for clients with 
dementia, reduced institutionalization of clients with dementia, and decreased 
falls in people with dementia participating in the program. 
An Innovative Program 
The client-centered home program for people with dementia and their 
caregivers introduced in this paper is innovative in that it thoroughly addresses 
the large array of concerns and issues a caregiver may experience when 
assisting a loved one who has dementia; the majority of programs in the 
evidence based literature have focused on one or two strategies alone. In 
addition, this intervention incorporates both supportive group sessions and 
individualized home visits into one cohesive program, connecting caregivers and 
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people with dementia to peers in the community while allowing for private 
sessions and personalized problem-solving in the home where most daily 
activities occur. Finally, the information packet is a program outline, workbook, 
and reference source to use well after the intervention has concluded. The 
writing is geared towards laypeople, is brief and clear, and may be the only 
resource of its kind for caregivers. 
Not only will this program benefit people with dementia and their 
caregivers, it will be advantageous to the economics of medical care and to 
occupational therapy practitioners as well. From a financial perspective, the 
Alzheimer's Association (2012) reports estimates showing that delaying long-
term care by one month for each person in the United States age 65 or older 
could save $60 billion every year (Alzheimer's Association, 2012). Finally, many 
occupational therapy practitioners having minimal experience working with 
people who have dementia or do not have the time to review the evidence-based 
literature for best practices can benefit from the knowledge base shared in the 
information packet and on the website. These resources offer guidance 
regarding the most effective approaches for a wide variety of therapeutic needs 
of care-recipients and caregivers. 
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Appendix A- Sample Preferences Worksheet 
Likes Dislikes 
AM showers Eating breakfast early Shaving after showering Routine Computer kept on 
Strong cheeses 
Bagels Lima beans 
Foods Bananas Cauliflower 
Wine Broccoli 
Peanut butter 
Music Classical Rock Rap 
Family visiting 
Activities Football Games Animal visits Reading the newspaper Crafts 
Learning 
Television News Childish shows PBS Sitcoms 
Sensory Hot weather Drafts Scented soap 
Putting feet up 
Ways of Relaxing Listening to music Massages 
White noise People talking or music Sleep Cool room 
Heavy blankets Feather pillows 
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Appendix C- Summary of Strategies for Increasing Engagement in 
Activities 
Summary of strategies reviewed/suggested to increase engagement in activities 
Colling Gitlin Gitlin Phinney Phinney Tsunaka Vikstrom 
2003 2008 2009 2006 2007 2012 2008 
Assistance/ X X X X X 
r:ueing/guiding 
Match activity to X X X X 
~kill level 
Relax the rules/ X X X 
reduce 
demands 
Assist to initiate X X 
ask 
Training families X X 
Simplify activity X X 
Accompanying/ X X 
r.ollaboration 
Familiarity X X 
Encouragement X X 
Strategies suggested in one of the seven articles included use of humor, 
providing reassurance, offering enjoyable options, allowing independence, use of 
previous roles/interests, providing activity suggestions, use of simplified 
communication, not rushing, use of retained/residual skills, use of meaningful 
activity, observing non-verbal cues, and having a consistent routine. 
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Appendix D- Adaptive Equipment 
A Photograph Button Telephone 
http://www.atdementia.org.uk 
A Personal Emergency Response System (PERS) 
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The Multi Dose Webster-pak® 
http :l/www. webstercare. com. au/products/multi-dose-webster -pak. asp ?section-ac 
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Appendix E- Life Story Books 
Book Information for people with dementia and their caregivers 
The Creator 
My name is Laura Poleshuck. I have been an occupational therapist for 15 
years. I currently work at Hill Haven Nursing and Rehabilitation with both 
residents and people who are there for shorter-term rehabilitation. I am working 
on my doctorate in occupational therapy and am focusing on meaningful 
activities for people with dementia and their caregivers. 
Purpose of the Book 
• To put into writing your history, interests, preferences, and needs from your own 
point of view, and with your own opinions and versions of your life story. 
• To empower you as an advocate for your future self; to make a "recipe book" 
which could provide caregivers with practical information about you so they can 
give more individually focused and helpful care and opportunities for activities. 
• To celebrate your life as a person with a history of unique skills, interests, and 
accomplishments 
• To create a treasure to be enjoyed by yourself, family, caregivers, and friends. 
Preparation 
You and your caregiver are asked to gather together all of your personal 
photographs and other memorabilia (such as newspaper clippings, diplomas, 
awards, and any other items of personal importance) before the first meeting. If 
something is too large to be scanned into the computer, I can take a photograph 
of the item to include in your book. 
Commitment 
• You will be asked to sign a photograph release form and for permission to use 
your story as an example to assist others. 
• I would like to be able to follow up with you and your caregiver. 
Photographs and Documents 
I will need to borrow them, but they will be returned to you intact after being 
scanned into my computer. The completed life story book will be yours to keep. 
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Topics which might be included in the life story books: 
• Preferences: name, nicknames; treasured personal items; favorite topics of 
discussion 
• Family/friends: family tree including parents, siblings, spouse/significant other, 
children, son(s)/daughter(s)-in-law, grandchildren; other important relationships, 
past and present (i.e. friends); pets 
• Major events: meaningful milestones (wedding, birth of child, house, 
graduation, retirement, etc.); meaningful experiences; any other life-shaping 
events 
• Experiences: school; work; military; travel 
• Rituals: cultural practices (food, clothing, traditions, etc.); spiritual practices; 
holidays; birthdays; celebrations 
• Enjoyed activities: as a child; as a young adult; collections; current interests; 
current hobbies 
• Firsts: first dance, first car, first job 
• Favorites: song; musician; book; author; movie; TV show; season/weather; 
holiday; sport; car; hero 
• What else you should know: what I am most proud of; how I would like to be 
remembered; pet peeves 
(Gregory, 1997; Goldfein, et al., 1999; Russel & Timmons, 2009; Thompson, 
2011} 
Sample Life Story Book Page 
Sample Page- Life Story Book 
Los Angeles 1967 
Victor finished medical school at 
The University of California .. . 
... and started his 
residency in obstetrics 
and gynecology at the 
University of Rochester 
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Appendix F- Information Packet 
Information Packet 
Living at home with dementia; a client-centered 
program for people with dementia and their caregivers 
143 
Living at home with dementia; a client-centered program for 
people with dementia and their caregivers 
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Introduction 
As a caregiver, you may experience stress as you deal with a 
situation which makes demands on your time, energy, finances, and 
physical and emotional health. This program, Living at home with 
dementia; A client-centered program for people with dementia and 
their caregivers, and the accompanying information packet have been 
created to help you along your journey as the caregiver of a person 
with dementia. In order to maximize success, the suggestions and 
strategies in this information packet approach each area of daily life 
or issue from the point of view of the person with dementia. 
Goals of this program include: 
• Increasing the independence and safety of your loved one 
• Increasing your loved one's activity/occupation participation 
• Decreasing daily challenges for you 
• Increasing free time for you 
• Keeping your loved one at home and out of a nursing home for as 
long as possible 
• Allowing you both to enjoy simple daily pleasures together 
There is a great deal of information presented in this packet; 
you will have the opportunity to review and discuss the information 
with your occupational therapist during group and home visits. 
Questions are always welcome and encouraged. 
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Dementia 
Signs of dementia include 
• Memory loss 
Most commonly involves short-term memory problems, 
meaning trouble recalling recently learned information, such as 
where one has placed an object. 
·Confusion 
Confusion may be demonstrated by difficulty paying attention, 
trouble solving problems, and poor judgment. 
• Difficulties with orientation to time 
Many people with dementia have trouble keeping track of time 
in terms of time of day, season, and year. 
• Communication challenges 
Difficulties seen may involve word finding, following and 
participating actively in a conversation, and writing. 
These symptoms can lead to difficulty with daily tasks 
• Forgetting to clean up/turn off appliances 
• Being unable to do two things at once/misplacing items 
• Forgetting to eat/bathe 
• Trouble finding the way to a familiar location 
• Forgetting one's current location 
• Difficulty managing finances/struggling to follow a recipe 
• Trouble understanding the context of facts and complex topics 
• Difficulty with medication management 
• Repetitive talking/questioning 
• Taking longer to complete tasks 
• Loss and/or change of interests 
Dementia continued on the next page 
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These struggles can cause 
• Anxiety and fear 
·Agitation 
• Irritability 
• Suspiciousness 
• Wandering and searching 
·Apathy 
• Depression and withdrawal 
• Decreased independence 
• Decreased participation in daily tasks 
And may lead to behavioral problems, injuries, an increased need for 
medication with possible side effects, and can speed up the loss of 
skills. 
Other possible causes of behavioral issues, such as wandering, 
yelling, striking out, or refusing care may include: 
• An unmet need or an attempt to communicate a need (such as 
hunger, pain, or boredom) 
• Pain or discomfort (as in constipation) 
• Hallucinations 
• The fear of being left alone 
• Understimulation/boredom 
• Sensitivity to temperature or noise 
• Lack of familiarity in a new setting 
• Feeling vulnerable during personal care 
• Side effects of medication 
• Embarrassment regarding dementia symptoms 
• Mixing up day and night/sleep issues 
Dementia continued on the next page 
147 
This packet gives ideas for avoiding negative behaviors by removing 
or changing the factors which may be causing them. 
Our questions/worries: 
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
---------------------------------------------------
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Fall Prevention at Home 
People over the age of 65 with dementia who live at home fall almost 
ten times more often than older people without dementia who live at 
home. The ideas presented here can improve the safety of everyone 
in the home. 
Fall facts 
• Most falls happen at home 
• Falls are the number one reason for injuries in older people 
• Exercise that increases strength and balance is a good way to 
avoid falls 
• Eating a healthy diet can also help people to avoid falls 
Common causes of falls 
• Medication- some types can make people more likely to fall; the 
doctor or pharmacist can explain these risks 
• Poor vision- visual problems can make obstacles and tripping 
hazards difficult to see and avoid 
• Weakness- exercising every day increases strength and balance 
• Dangers at home- the ideas here can help to make homes as 
safe as possible 
Book Suggestion 
How To Prevent Falls: Better Balance, 
Independence and Energy in 6 Simple 
Steps 
by Ph.D. Betty Perkins-Carpenter 
(Amazon .com : http://www.amazon.com/How-To-
Prevent-Falls-lndependence/dp/09621 03160) 
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Safety in all Rooms 
Adaptive equipment 
• Reachers (photograph at the bottom of the page) - using them for 
reaching and grabbing objects both low and high is 
recommended; standing on tiptoes or leaning too far over can 
cause a loss of balance. 
Standard safety equipment 
• Non-slip, supportive shoes without high heels 
• Handrails on both sides of staircases 
• Sufficient lighting throughout the house 
• Chairs and couches with firm support to make standing up easier 
• Stickers for sliding glass doors to improve visibility 
Tips 
• Shoes or non-slip slippers are the safest footwear 
• Walkers or canes should be used as instructed by a physical 
therapist 
·Slowing down the pace 
can reduce the risk of a 
fall 
• Keep floors and 
staircases clear for 
walking 
• Remove throw rugs or 
tape them down with 
double-sided tape 
because curled edges 
are easy to trip over 
• Lock up any weapons, 
power tools, poisons, etc. 
Reacher from Allegro Medical 
http://www. allegromedical. com/daily-living-aids-c519/fold ing-hand-held-
reacher-26-5-long-p564515.html 
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Safety in the Kitchen 
Standard safety equipment 
• Step stools with handles are the safest 
·Stable chairs with arms but no wheels are best for rest breaks; 
arms allow for easier transitions from sitting to standing and 
back, while wheels can cause a chair to slide away when sitting 
or standing. 
Tips 
• Place items used most often at waist or shoulder height to 
minimize bending over and reaching up 
• Keep floors and work areas clean and clutter-free 
• Secure electrical cords off the floor 
• Keep a chair nearby for rest breaks 
• Wiping up any spills right away is a safe practice 
Suggestions for our kitchen: 
• 
• 
• 
---------------------------------------------------
----------------------------------------------------
Step stool at http ://www.easycomforts.com/easycomforts/displayitem.aspx? 
id-331602 
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Safety in the Bathroom 
Adaptive equipment 
• Raised toilet seats with arms as seen in the photograph at the 
bottom of this page 
• Grab bars by the toilet and shower provide added safety; the 
photo at the bottom of the page shows one grab bar attached to 
the bathtub rim 
• Tub seats for the shower, the style seen in the photo below 
allows the person to sit while bringing his/her legs over the rim of 
the tub, providing added safety 
Standard safety equipment 
• Place rubber mats on the bathtub or shower floor 
• Use night lights for bathroom trips in the dark 
·Towel bars should never be used for balance- they can pull out of 
the wall easily 
Suggestions for our bathroom: 
• 
--------------------------------------------------
• 
• 
--------------------------------------------------
http://bathroomsafetytop.blogspot.com/2013/04/aquasource-shower-heads.html 
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Keeping Healthy and Active is Important 
Inactivity 
• Spending the entire day sitting or lying quietly can quickly lead to 
weak muscles, poor balance, and a higher chance of falling 
·When people must rest after an injury, they become even weaker 
Increasing activity 
·An exercise program to improve strength, endurance, mobility, 
and balance can help decrease the risk for falls. Suggestions 
include using an exercise video or attending a community class. 
Always obtain physician approval before starting any exercise 
routine. 
·An increased activity level through engagement in meaningful 
activities can lead to improved strength and balance, a 
decreased need for medications, fewer falls, and increased 
social participation, helping people to maintain physical and 
mental skills 
• Occupational therapy practitioners are skilled at assisting clients 
to improve their health through personally meaningful activity 
(meaningful activity will be discussed later in the packet) 
Tips 
• Participation in exercise improves strength, balance, and ability 
to complete daily tasks 
• Healthcare needs, such as blood pressure concerns and vision 
issues, should be addressed. Physicians and pharmacists can 
provide information regarding medications and their side effects. 
• Keeping active socially helps to increase physical activity levels 
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Medical issues to address 
• 
• 
--------------------------------------------------
• 
--------------------------------------------------
Physical Activity ideas 
• 
--------------------------------------------------
• 
--------------------------------------------------
• 
--------------------------------------------------
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Self-Care Tasks 
Dressing, toileting, or bathing concerns for us 
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
---------------------------------------------------
General Recommendations for Caregivers 
• Assist only as necessary so as to encourage independence, 
feelings of success, and activity level 
• Break down multiple step tasks into fewer steps/one step at a 
time 
• Maintain the person's familiar routine 
• Provide emotional support and cueing (brief and clear directions) 
• Place signs/labels on cabinets and drawers for finding clothing 
items 
• Use directional signs, such as "Bathroom" 
• Clear clutter 
• Use simple adaptive equipment that does not require the person 
with dementia to learn a new skill 
Dressing 
·Limit choices to decrease confusion, such as keeping only two 
outfits in the closet and/or placing matching shirt and pants on 
one hanger 
• Use clothing and shoes with simple fasteners such as velcro, or 
no fasteners; remove clothing inappropriate for the season/ 
weather 
• Lay out clothing in the order it is to be donned, i.e. underclothes 
on top 
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Using the Toilet 
Finding/recognizing the toilet 
• Be sure the toilet/bathroom is visible from the bed 
• Keep the bathroom door open 
• Have clear signage at the doorway ("bathroom" or "toilet") 
• Paint the bathroom walls a contrasting color, and/or buy a toilet 
seat of another color 
Bathroom set-up 
• Use a raised toilet seat and grab bars for an increased sense of 
security 
• For overnight use provide a nightlight 
·Give privacy whenever possible for dignity and for people who 
have trouble "performing" with an audience 
• Commodes may be helpful for people who understand their 
purpose 
• Remove locks from doors for people who accidentally lock them 
and cannot find their way out of the bathroom, as this could result 
in a frightening bathroom experience 
• Mirrors may also be covered or removed if the person's reflection 
is confusing or upsetting to him/her 
Colorful toilet seats (thiscaringhome.org) Contrasting colors 
Using the toilet continued on the next page 
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Helpful tips 
• Be sure to check for medical causes of incontinence, like a 
urinary tract infection 
• Avoid caffeine 
• Keep a toileting schedule- this is likely the most important factor 
in controlling urine; keep a log of accidents to help plan a 
schedule 
• Give verbal reminders and/or assistance to initiate going into the 
bathroom (running the tap can help to stimulate urination) 
• Watch for signs of needing to use the toilet, such as fidgiting or 
pulling at clothing 
• Provide elastic waist clothing for quick undressing with urgency 
• Limit fluids in the evening 
• Use waterproof mattress pads and waterproof pads for beds and 
chairs 
• Incontinence briefs can be used as a preventive measure; both 
pull-on and tab styles are available 
• Have the person use the toilet before bedtime 
Notes 
• 
--------------------------------------------------
• 
--------------------------------------------------
• 
--------------------------------------------------
• 
--------------------------------------------------
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Bathing without Distress 
Some people with dementia may avoid bathing activities because of 
• Fears of falling 
• Discomfort with water being splashed in their eyes 
·Being cold 
• Being unwilling to remove a favorite article of clothing 
• Feeling vulnerable and uncomfortable with being naked 
Safety 
• Lower the maximum water temperature on the water heater for 
safety ( 120° F) 
• Provide the appropriate size and style of bath chair (ask your 
occupational therapist); try a padded seat 
Bathroom set-up 
• Is the room too loud, bright, cluttered, or foul-odored? 
• Provide a a hand-held shower head for increased control over 
the spray 
• Keep the room and water warm 
• Try music or scented products 
Supplies 
• Utilize no-rinse soaps to speed up the process 
• Try a no-rinse shampoo cap as hair washing can be especially 
upsetting 
• Help the person to relax using familiar soaps, shampoos, and 
routines 
• Provide soft washcloths and a gentle touch 
• Bring distractions, such as singing, conversation, an object to 
hold (sponge, mirror, washcloth, doll), or a preferred food if 
needed 
Bathing continued on the next page 
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Be prepared 
• Have all materials ready before beginning bathing 
• Toilet before beginning bathing to avoid incontinence during 
Approach 
• Focus on the needs of the person rather than finishing the job 
• Provide control through choices, asking for input when possible 
• Inform the person of what you are/will be doing 
• Use a calm, reassuring approach; do not rush 
• Stop if the person becomes upset and assess for reasons, such 
as being cold 
• Compliment/praise and apologize for discomfort/chills 
• Respect fears of falling or getting wet, or discomfort with being 
naked 
Tips 
• Maintain the person's habits and preferences in bathing styles, 
including timing (i.e. showering after breakfast is the familiar 
routine) 
• Promote independence in any aspects of bathing whenever 
possible 
• Be cautious of arthritic pain and sensitive skin; give pain 
medication prior to bathing if needed 
• Keep the person covered as much as possible for warmth 
• Wash hair last to keep water from dripping in the person's face 
Alternative strategies 
• Some people feel most comfortable when showering with a 
spouse 
• Perform a bed bath, with most of the person's body covered with 
towels 
Bathing continued on the next page 
159 
No-rinse microwavable shampoo cap 
(photo from No Rinse Laboratories, LLC) 
Notes 
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
-----------------------------------------------------
• 
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Successful Mealtimes 
Preparation 
• View mealtimes as a social and activity opportunity rather than a 
task to complete 
• Keep a regular dining schedule 
• Try to maintain familiar routines, rituals (i.e. saying grace) 
• Be sure dentures fit properly, or they may cause pain when 
eating 
Setting the Table 
• Provide a comfortable chair with arms for ease of sitting down/ 
standing up; place chair facing few distractions 
• Use tableware with high contrast colors as compared to the 
background/food; avoid tablecloths/plates with busy patterns to 
make seeing the food easier 
·Offer adaptive silverware, cups, and plates if needed to make 
self-feeding easier; your occupational therapist will assist you 
• Purchase non-breakable plates 
• Modify the environment by keeping clutter off of the table and 
noise down, using good lighting, and dining near the kitchen so 
the food smells can stimulate hunger 
Preparing to Eat 
• Of the choices available, ask the person what he/she would like 
to eat 
• Provide an apron as a more dignified alternative to a bib 
·Quiet or soothing music can help set a calm tone (music has 
been proven to calm upset nursing home residents at mealtimes) 
Mealtimes continued on the next page 
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• Be sure foods are of the proper consistency for the person's 
needs (i.e. pureed) and are not difficult to chew and swallow (i.e. 
nuts) 
• Control the food temperature (i.e. not too hot) 
• Be sure the person is positioned properly in the chair, stabilized 
with feet on the floor or on a small step, and close enough to the 
table to reach all items needed 
While eating 
• Placing the spoon, fork, or finger food in the person's hand may 
help them to get started eating 
• Take a slow pace 
• Encourage independence whenever possible, but assist as 
needed 
Other Tips 
• Offer finger foods if utensils are difficult; cut food into bite-size 
pieces 
• Try different types, textures, temperatures of food if the person 
refuses 
• Some people respond better to having just one food item on the 
plate at a time 
• Keep food that the person should not eat out of sight/out of reach 
• Outside of mealtimes, keep healthy snack options and water 
available and within sight at all times 
• Use nutrition drinks (i.e. Ensure or Boost) to supplement the diet 
Mealtimes continued on the next page 
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Built-up silverware and contrasting colors (thiscaringhome.com) 
Notes 
• 
----------------------------------------------------------
• 
----------------------------------------------------------
• 
• 
-----------------------------------------------------------
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Cooking and Kitchen Safety 
Cooking is a complex, multiple-step task which many people 
with mild dementia are able to accomplish with cueing or assistance 
from caregivers, assistive and safety technology, and/or simple 
written directions. 
Solutions for Sequencing Difficulties 
• Prompting/cueing 
• Post simple directions for making favorite foods 
·Simplify meal choices to items such as sandwiches or frozen 
dinners 
Finding Needed Items 
• Reduce clutter 
• Simplify by keeping only necessary items out on the counter 
• Install good lighting 
• Place frequently needed objects in obvious spots and other 
materials in consistent locations close to the location where they 
will be used 
• Color-code or label drawers and cabinets 
• Place large, clear labels on ingredients 
• Use easily-identified/familiar style equipment 
Operating Appliances 
• Limit the number of appliances 
• Purchase appliances with simple controls and easily understood 
designs 
• Provide clear written directions 
Cooking and kitchen safety continued on the next page 
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Safety 
• Dispose of out-of-date foods 
• Keep heavy items at waist height 
• Use a timer device that will alert a person to the fact that the 
oven has been left on and/or will turn it off 
• Install a refrigerator door alarm to alert one to the fact that it has 
been left open 
• Keep a chair/stool handy in the kitchen for rest breaks (without 
wheels) 
• Use see-through storage containers 
• Post reminders in simple, large print, i.e. "turn stove off", "HOT" 
• Install a faucet that turns off automatically or remove the sink 
plug 
• Clearly mark the hot water faucet with red electrical tape and/or a 
"HOT" sign 
• Use electric safety burners, which are only 1/3 to 1/2 as hot as 
regular burners, are hot enough to cook and boil water, yet will 
not set oil, clothes, or paper on fire 
• Utilize gas, smoke, flooding, low/high temperature, natural gas, 
and/or carbon monoxide detectors; some have voice warnings 
(i.e. "Fire Fire"), can alert the caregiver remotely (text or email), 
cut off the water or gas supply, and/or can call a monitoring 
center or emergency services 
Restricting Use 
• Cover the garbage disposal switch or disconnect 
·Stove- use a hidden power shut-off switch, remove knobs, use 
knob covers and burner covers, or lock the stove 
• Put away pots/pans and other reminders of cooking 
Cooking and kitchen safety continued on the next page 
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• Store sharp items in an inaccessible location or with childproof 
locks 
• Lock up medications, alcohol, and cleaning products 
• Remove artificial decorative fruits/vegetables, magnets which 
resemble food 
Identifying Kitchen Safety Issues 
http ://cnx.org/content/m237 51 /latest/ 
Cooking and kitchen safety continued on the next page 
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Notes 
• 
---------------------------------------------------
• 
• 
---------------------------------------------------
• 
---------------------------------------------------
Burner covers (kaboodle.com) 
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Medication Management 
Following prescription medication schedules is critical for the 
person with dementia in order to help maintain skills and control other 
medical issues affecting health and quality of life for themselves and 
their caregivers. 
In the early stage of dementia, people can be responsible for 
their own medications with adaptive equipment and/or caregiver set-
up assistance; however, as the disease progresses, the person will 
need increasing amounts of assistance and close supervision to 
assure proper dosing and timing of needed drugs. 
Strategies for medication management for people who have mild 
dementia: 
• Simplify the daily routine into as few separate times per day 
as possible during which one must take medication 
• Keep medication schedules paired with standard daily 
routines, such as mealtimes, morning/evening hygiene, 
waking up, and bedtime 
• Use external individualized cues, such as placing the 
medications by the coffee pot for a morning coffee drinker 
• Provide simple written instructions and/or reminder notes 
• Place large, easy to read labels on pill bottles 
·Give the person reminders by telephone or use a telephone 
medication reminder business, a service in which the person 
receives phone calls several times per day with the reminder, 
and the caregiver is alerted if the phone has not been 
answered (Medication Reminders is one such service, see 
"resources") 
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• Use dated or day-of-the-week pillboxes, which allow one to 
monitor that the daily medication has been taken 
• Use a medication reminder device/automatic pill dispenser 
• can be set up by a caregiver 
• only the correct pills are dispensed when the alarm rings 
• the person must pick up the pill box or remove the 
medication for the alarm(s) to stop 
• some will alert caregivers or a monitoring center if the 
medication is not taken 
• automated voice reminders allow the caregiver to record a 
message to be played at the appropriate time of day with 
instructions 
Medication Equipment Examples (photos from www.epill.com) 
Pillboxes 
Automated medicine bottle cap Day of the week pillboxes 
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More Medication Equipment Examples (photos from www.epi ll.com) 
....... 
··· ···· ~ 
LJULJ\=-\\-
Medication reminder-voice alarm Vibrating watch with six alarms 
I I 
2 
Automatic pill dispenser with clock and alarm 
Notes 
·--------------------------------------------------
·--------------------------------------------------
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Using the Telephone/Emergency Assistance 
When a person's dementia severity is still mild, a list of names 
and telephone numbers, including emergency numbers, may be 
sufficient. However, as dementia progresses, the person will need 
more adaptations in order to use the telephone and request 
emergency assistance. 
A pre-programmed picture/photograph phone can assist a 
person with dementia in making calls independently at the press of a 
button. A personal emergency response system (PERS) is even 
more simple as it consists of one button to push and can be worn 
around the neck or wrist; these devices can alert family and/or an 
emergency response center when help is needed and the person 
cannot get to a phone. 
PERS 
http://medicalalertandbracelets.com 
Using the telephone/emergency assistance continued on the next page 
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Pre-programmed Photograph Telephone 
amazon.com; FutureCall FC-1 007 Phone 
Notes 
• 
-----------------------------------------------------
• 
-----------------------------------------------------
• 
-----------------------------------------------------
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Wandering and Getting Lost 
The most common cause of wandering is confusion, as when a 
person becomes lost in familiar environments, forgets where he/she 
is going, or believes there is a task he/she must complete. 
Characteristics/history common in people who wander 
• Having been a regular walker 
• Having used walking to relieve stress/cope 
• Having been extremely social and outgoing 
• Becoming over or under-stimulated may increase wandering in 
people with these characteristics 
Current traits which may increase wandering 
• Having moved in the past year 
• A tendency to shadow caregivers 
• Difficulty sitting still 
• Having a habit of entering others' personal areas/rummaging 
• Engaging in attempts to leave familiar and safe locations 
• Having become lost recently 
• Sleep disturbances 
• Having the Alzheimer's type of dementia 
Environments which increase wandering 
• Brightly lit spaces 
• Those with varying sound level 
• Having other people nearby 
• Stimulating 
• Unfamiliar places 
Wandering continued on the next page 
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Environments which decrease wandering 
• Locations where purposeful, social, or soothing activities take 
place, and needs are met, for example the kitchen or bedroom 
Other causes of wandering 
• Caregivers leaving the person with dementia in a setting in which 
they had previously been safe alone, such as a room of the 
house or the neighborhood 
·Care recipients being unable to retain directions, such as "wait 
here" 
• Waking up when the caregiver is still asleep 
Programs which help to find people with dementia who become lost 
• Safe Return® was established by the 
Alzheimer's Association in cooperation 
with MedicAiert®; it consists of a database 
of people who wear an identifying bracelet 
with a 24-hour toll free number from which 
emergency response service staff and law 
enforcement search for the missing 
person. 
• Project Lifesaver members wear a 
transmitter which emits a personal radio 
frequency that can be picked up by a 
trained emergency team should the wearer 
become lost. 
• Silver Alert depends upon television and 
radio spots, traffic signs, and law 
enforcement to alert the public to look out 
for a missing person. 1134507 
Medic Alert jewelry: www.alz.org/caredementia-medic-alert-safereturn.asp 
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Ways to prevent a person with dementia from wandering 
• Distraction/redirection to another activity 
• Keep the person engaged in activity 
• Be sure all needs are met (i.e. needing the toilet, hungry) 
• Remove triggers, such as shoes, coats, purses, keys 
• Provide an alternate outlet, such as an exercise or walking 
routine 
Ways to prevent a person with dementia from getting lost 
• Use motion sensors or weight sensitive mats near doors 
• Place a motion sensor voice recording by the door to remind the 
person in a familiar voice that he/she must not go out the door 
alone 
• Use door alarms, and bed alarms for nighttime safety 
• Install door locks low or high 
• Avoid rearranging furniture as this can cause confusion 
• Disguise/camouflage doors or lock exit doors 
• Utilize a "Do Not Enter" or "STOP" sign as a reminder 
Tips 
• Purchase an identification bracelet with the person's name, 
diagnosis, address, and telephone number 
• Be aware that the abilities of people with dementia can be 
unpredictable and may vary day-to-day; in addition, new 
strategies may be needed as the disease progresses 
Notes 
• 
----------------------------------------------------
• 
----------------------------------------------------
• 
----------------------------------------------------
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Rummaging, Hiding, and Hoarding Solutions 
Because people with dementia have difficulty recalling that they 
have moved or hidden objects and lack the ability to understand what 
is worth keeping, they may rummage through drawers and closets, 
hide objects, or collect worthless items, including garbage. 
Other causes of these behaviors include the fear of losing items 
or having them stolen, needing to be able to see objects in order to 
remember their locations, boredom, or seeking a sense of security 
and reassurance. 
Suggestions to avoid and/or decrease rummaging, hiding, and 
hoarding behaviors include: 
Prevention 
• Keep rooms, drawers, closets, and cabinets neat and orderly 
• Reduce household clutter 
• Put away out of season clothing 
• Door/drawer labels may help the person put away and then find 
items 
• Limit hiding ability by locking room doors, securing doors to some 
closets and cabinets 
• Cover cabinets with sheets or hang a "STOP" sign 
• Put away cash and valuables, perhaps in a safety deposit box 
• Provide a rummaging drawers or boxes full of items interesting to 
the person; a purse (without valuables) may be preferred by 
women 
• Provide meaningful, enjoyable activity 
Rummaging, hiding, and hoarding solutions continued on the next page 
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Solutions 
• Remove or lock up unsanitary/unsafe items 
• Provide a replacement, such as fresh food, in exchange for 
spoiled 
·Give a reason for removing objects, such as to donate or 
because a family member needs the item 
• If the person continuously takes and hides one certain item 
belonging to someone else, purchase one for him/her, if 
appropriate 
• Provide bins for storage 
• Check garbage cans before taking out the trash 
• Keep spares available for items such as glasses, keys (hide a 
house key outside in case of being locked out) 
Tips for Finding Objects 
• Learn the person's favorite hiding spots 
·Common hiding places include under cushions, beds, or carpets, 
inside shoes, coat pockets, purses, dishwashers, sink drains, the 
mailbox, etc. 
• Use an electronic key/object finder, as pictured on the next page 
Rummaging, hiding, and hoarding solutions continued on the next page 
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Sleep Strategies 
People with dementia frequently wake and become active at 
night, often putting their safety at risk; caregivers report that their own 
sleep quality is poor due to interrupted sleep and anxiety about the 
person's safety. Nighttime behaviors of people with dementia may 
include wandering, completing daytime tasks such as making a 
sandwich, needing the bathroom, and restlessness. 
Sundowning is both a sleep-wake cycle problem and a 
behavioral issue. Most people with dementia exhibit sundowning at 
some point during the course of their disease, typically during the 
middle stages of dementia. Symptoms occur in the late afternoon, 
evening, or at night, and may include physical aggression, refusal to 
participate in or allow others to provide daily care, verbal disruptions 
such as yelling, nighttime sleeplessness, daytime sleepiness, 
agitation, increased confusion, anxiety, and wandering. 
Daytime Strategies (for increasing nighttime sleep) 
• Keep the doors to bedrooms closed during the day to decrease 
visual stimulus of a sleep-related environment 
• Keep a regular routine of daily activities; increase preferred 
leisure and social activities 
• Avoid or limit the length of daytime naps and time spent in bed 
• Encourage physical activity, but no later than four hours before 
bedtime 
• Ensure morning sun exposure or light box light therapy (bright 
light therapy has been found to be the most beneficial non-
medical treatment for sleep problems) 
• Restrict nicotine and alcohol; limit sweets and caffeine to the 
morning 
• Keep dinner small, and make lunch the big meal of the day 
Sleep strategies continued on the next page 
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• In the evening maintain a calm, quiet atmosphere and switch on 
bright lights 
To Enhance Sleep 
• Have the person empty his/her bladder prior to bedtime 
• Discuss medication side-effects and best times of day for 
administration with the person's physician 
• Follow a regular sleep schedule and bedtime routine 
• Avoid using the bed for activities other than sleep, for example 
watching television 
• Provide an environment which supports sleep, such as a 
comfortable sleeping temperature and quiet 
• Provide a nightlight and a security object, if helpful 
• If the person awakens in the night, ask about and respond to 
urgent needs, give a reminder that it is time for sleep, and gently 
guide the person back to bed 
Safety Mechanisms 
• Install a home monitoring system to track the nighttime 
movements of the person with dementia 
• Use door and window locks/alarms 
·Lower the bed, place the mattress on the floor, and/or move the 
bed against a wall to decrease fall risk 
• Place the bedroom on the first floor to avoid stair use 
• Keep potentially needed items on the nightstand, such as a 
sports bottle of water and a small snack, to avoid unnecessary 
trips out of bed 
Notes 
• 
--------------------------------------------------
• 
--------------------------------------------------
180 
Meaningful Activity/Occupation 
Occupations are the daily tasks in which people find meaning 
and purpose. Examples include self-care, caring for one's home and 
family, leisure, play, social interactions, and work. When a person 
with dementia is engaged in an activity/occupation, improvements are 
observed, such as decreases in shadowing and repetitive 
questioning, and increases in engagement in activities, pleasure, and 
the ability to keep busy. A consistent routine of activity/occupation 
which is meaningful to the person with dementia may lead to gains in 
emotional well-being, as well as improved physical, language, and 
cognitive outcomes. 
The most effective strategies for encouraging activity/occupation 
participation 
• Providing assistance through cueing, demonstration, and step-
by-step guidance 
• Matching the activity/occupation to the person's skill level 
• Relaxing the rules/reducing demands 
Help and Guidance 
• Keep a consistent activity routine 
• Help the person get started with the activity/occupation 
• Allow independence 
• Use clear and brief language 
• Work together with the person for complex tasks 
Encouragement 
• Take a slow, relaxed pace 
• Use humor 
• Observe and respond to non-verbal cues 
• Provide reassurance 
Meaningful activity continued on the next page 
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Activity Choice 
• Offer enjoyable and familiar activities/occupations 
• Include familiar pastimes which relate to previous life roles (i.e. 
housewife) and interests/hobbies 
• Give choices 
• Simplify activities with input from your occupational therapy 
practitioner 
• Use retained/residual skills (for example, the person may be able 
to fold towels even if doing the laundry has become too difficult) 
• Use personally meaningful activity/occupation 
• Consider an adult day care program 
Activity/occupation ideas 
• Household Tasks- cutting coupons, snapping green beans, 
dusting a table, folding laundry or towels, matching socks, 
gardening 
• Nurturance- holding/interacting with dolls and stuffed animals, 
interacting with live pets, visits with children 
• Reminiscence- sorting and looking at old photos, watching a 
travel video, listening to music ·of a specific era, watching old 
movies, coffee table books with large photographs (WWII, 
babies, animals, weddings, etc.), cultural/religious traditions 
• Exercise- balloon toss, chair aerobics, taking a walk 
• Games- bean bag toss, matching games, familiar games/ 
activities 
• Crafts- arranging artificial flowers, one-to-two step projects, 
sanding wood, winding yarn 
• Work Related- putting together plastic plumber's pipe pieces, 
large nuts and bolts, stuffing envelopes 
Meaningful activity continued on the next page 
182 
• Simple- sorting buttons, tactile items such as scarves, winding 
yarn, stringing large beads, patting a drum and singing a familiar 
song, or taking a car ride; simply holding hands and smiling at 
the person with sincerity can be a true joy for them 
• Social- socializing with other people dealing with dementia, 
support groups, visiting with family/friends (only a few at a time 
for short visits) 
Sounds Nostalgic CD, Radio Themes 40s and 50s 
; 
4 *0 
http ://wwwo com pletecareshop 0 co 0 uk/d isabil ity-elderly-aid-large/654 7/ 
sounds nostalgic cdo radio themes 40s and 50sohtml 
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Our favorite activities 
• 
---------------------------------------------------
• 
---------------------------------------------------
• 
---------------------------------------------------
Ideas for our family 
• 
---------------------------------------------------
• 
----------------------------------------------------
• 
----------------------------------------------------
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Preferences Worksheet 
The preferences worksheet gives caregivers ideas for improved 
success and comfort with self-care, rest, and leisure activities, 
especially for those less familiar with the person who has dementia. 
It is best to complete this form together with the person who has 
dementia during the earlier stages if at all possible, so that they may 
have a say in the contents to be shared with all future caregivers. 
Knowledge of these preferences can help the caregiver to focus 
leisure activities and daily tasks towards the person's interests and 
values, and provide familiarity for an increased chance of a 
successful outcome. 
Likes Dislikes 
Routines 
Foods 
Music 
Activities 
Television 
Sensory 
Ways of Relaxing 
Sleep 
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Life Story Books 
The purposes of the life story book 
• To create an enjoyable activity for caregivers and people with 
dementia to complete together 
• To put into writing one's history, interests, and values from his/her 
own point of view, and with his/her own opinions and versions of 
the life story 
• To empower the individual with dementia as an advocate for his/ 
her future self 
• To make a "recipe book" which could provide caregivers with 
practical information about the person so they can provide more 
individually focused and helpful care and opportunities for 
activities 
• To celebrate one's life as a person with a history of unique skills, 
interests, and accomplishments 
• To create a treasure to be enjoyed by the person with dementia, 
family, caregivers, and friends 
• To successfully capture a person's life in a way that is positive, 
easy to understand, and seems accurate to the person with 
dementia 
Topics which might be included in the life story books: 
• Preferences: name, nicknames; treasured personal items; 
favorite topics of discussion 
• Family/friends: family tree; other important relationships, past 
and present (i.e. friends); pets 
• Major events: meaningful milestones (wedding, birth of child, 
house, graduation, retirement, etc.); meaningful experiences; any 
other life-shaping events 
Life story book topics continued on the next page 
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• Experiences: school; work; military; travel 
• Rituals: cultural practices (food, clothing, traditions, etc.); spiritual 
practices; holidays; birthdays; celebrations 
• Enjoyed activities: as a child; as a young adult; collections; 
current interests; current hobbies 
• Firsts: first dance, first car, first job 
·Favorites: song; musician; book;. author; movie; TV show; 
season/weather; holiday; sport; car; hero 
• What else you should know: what I am most proud of; how I 
would like to be remembered; pet peeves 
Additional ideas for the life story book 
• Family photographs 
• Certificates 
• Newspaper clippings 
• Letters 
• Photographs of important items/places 
• 
----------------------------
• 
----------------------------
• 
----------------------------
• 
----------------------------
• 
----------------------------
• 
----------------------------
Life story book sample pages on the next page 
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Sample Page- Life Story Book 
Los Angeles 1967 
Victor finished medical school at 
The University of California ... 
... and started his 
residency in obstetrics 
and gynecology at the 
University of Rochester 
Sample Page- Life Story Book 
Victor's hobbies 
as a young adult 
included: 
*Photography 
*Travel 
*Skiing 
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Other Tips 
• Family caregivers may feel dishonest if they do not correct mistakes 
or if they go along with incorrect thinking, but this strategy helps to 
decrease distress, anxiety, and behavioral reactions. 
• Try not to argue, reorient, or reason with the person. It is OK to 
join them in their reality as long as it poses no danger (for 
example, driving to work or using power tools). 
• Unless asked, avoid painful and upsetting reminders such as 
"your father is dead"; instead say something similar to "you would 
like to tell your father about this" or "your father is not available 
today", both of which are true! If pressed further and are unable 
distract the person to another topic, it may be necessary to say 
"we will see him later". 
• Can the person with dementia stay home alone? 
• Must be able to recognize dangerous situations, such as a gas 
leak, and call for emergency assistance 
• Must not wander away from home and get lost 
• Must be able to toilet themselves safely 
• Must be safe to complete complex tasks, like cooking, or not 
have access to dangerous kitchen/workshop/garage items 
• When should he/she stop driving? 
• Would you want your children/grandchildren in the car with this 
person driving? 
• Have the doctor write a prescription that says "no driving" and 
move keys out of sight and into an inaccessible location 
·Avoid violent television shows/movies as they may be confused with 
reality and upset a person with dementia 
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Resources 
BOOKS 
• Activities of Daily Living: An ADL Guide for Alzheimer's Care. 
Laurenhue, K. (2006). Brandenton: Wiser Now. 
• The 36-Hour Day, 5th Ed .. a Family Guide to Caring for People 
who have Alzheimer's Disease. Related Dementi as. and Memory 
Loss. Mace, N.L. & Rabins, P.V. (2011 ). Baltimore: The Johns 
Hopkins University Press. 
• Creating Moments of Joy for the Person with Alzheimer's or 
Dementia. 4th Ed. Brackey, J. (2007). 
• Alzheimer's Association Caregiver's Notebook: A Guide to Caring 
for People with Alzheimer's and Related Dementias. 
INFORMATION AND SUPPORT 
• Alzheimer's Association (offers information, discussion boards, 
and local support groups; involved in political advocacy and 
research) 
• www.alz.org I 2417 Helpline: 1-800-272-3900 
·Online discussion boards available at http:// 
www.alzconnected.org/discussion.aspx? 
type=carecenter footer 
·Alzheimer's Foundation of America (offers information, social 
services, and an online store with books and more) 
• http://www.alzfdn.org I 1-866-232-8484 
• Social workers available 9-5, M-F 
• Family Caregiver Alliance (offers information, education, and 
online discussion groups) 
• www.caregiver.org I 1-800-445-8106 
·This Caring Home (home safety ideas and solutions) 
• www.thiscaringhome.org 
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PRODUCTS (United States) 
• Best Alzheimer's Products: Activities, games, and alternative 
therapy for Alzheimer's, dementia, and caregivers 
https://store.best-alzheimers-products.com I 1-877-300-3021 
• The Alzheimer's Store 
http://www.alzstore.com I 1-800-752-3238 
• Video Respite- videos with music, movement, reminiscence 
videorespite.com I 1-435-657-0255 
MEDICATION REMINDER SERVICES (charge fees for services) 
• Medication Reminders- can record message in your own voice 
http://www.medication-reminders.com I 602-265-5968 (ext. 7) 
·On Time Rx 
http://www.ontimerx.com I 1-866-944-8966 
ADULT DAY CARE 
• The Eldercare Locator, the Administration on Aging 
http://www.eldercare.gov I 1-800-677-1116 
• The National Adult Day Services Association 
http://www.nadsa.org I 1-877-7 45-1440 
PROGRAMS FOR PEOPLE WHO WANDER 
• Safe Return®/MedicAiert® 
https:l/www.alz.org/care/dementia-medic-alert-safe-return.asp 
1.888.572.8566 
• Project Lifesaver 
http://www.projectlifesaver.org I 1-877-580-LIFE(5433) 
·Silver Alert 
http ://nationalsi lveralert. com/home 
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DECIDING TO STOP DRIVING 
• Alzheimer's Association Dementia & Driving Resource Center 
• http://www.alz.org/care/alzheimers-dementia-and-driving.asp 
• New York State Department of Motor Vehicles 
• Resources for the older driver, including re-evaluation of driver 
skills and abilities, with information at http://www.dmv.ny.gov/ 
olderdriver/default.html. Telephone: 1-518-486-9786. 
• New York State Office for the Aging 
• Online handbook about how to address at-risk or unsafe 
elderly drivers at http://www.aging.ny.gov/Transportation// 
OlderDriver/Driverlntroduction.cfm, called "When You Are 
Concerned". 
• For a printed copy, call the New York State Office for the Aging 
Help Line at 1-800 342-9871 
• AARP 
• Free online seminar about assessing driving skills and 
discussing this topic, called "We Need to Talk" at http:// 
www.aarp.org/home-garden/transportation/we need to talk/. 
Includes modules on the meaning of driving/emotions involved 
with stopping, observing driving skills, and discussing stopping 
and alternative modes of transportation. 
• 1-888-0UR-AARP (1-888-687-2277) 
PERSONAL EMERGENCY RESPONSE SYSTEMS (PERS) 
(Information adapted from http :1 /www. intentionalcaregiver.com/a-comparison-of-
persmpers-devices-fall-alert-buttons/) 
• Philips Lifeline 
* $37-$45/monthly, $25.00 set up fee 
*has auto alert option( extra charge) for falls 
* has long-range capabilities 
*has medication reminder program (extra charge) 
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• ADT 
* 35.00 monthly, $99.00 set up fee, 1 year commitment 
* 300 foot range 
• Walgreen's Ready Response (American Medical Alert Company) 
*seemingly good value 
* $35 monthly, $35 set up fee 
* 250 foot range 
• Life Station 
* $27-$37/monthly, no set up fee 
* 400 foot range 
• Life Alert (owner of the original "I've fallen and I can't get up" ad) 
* had the worst reviews 
* $50.00/month, $200.00 up front costs, 3 year contract 
* 150 foot range 
• Life Link 
* 0 monthly cost, $289 upfront cost 
* 50-200 foot range 
• Rescue Alert 
* $29.00/month, no upfront costs, 3-12 month commitment 
*has long-range capabilities (600-1 000 feet) 
• VRI (Valued Relationships, Inc.) 
* $15-33/month, 0- $175 upfront costs 
* 250 - 600 foot range 
• ASSA 
* $25-$30/month, no upfront costs, 3-12 month commitment 
• Bay Alarm Medical 
* $34.95 monthly, no upfront costs 
* 300-500 foot range 
* offers medication reminder system for additional charge 
• Healthsense 
*slightly different system that uses WiFi technology 
* has automatic fall detection 
*calls residents with reminders for medications, etc. 
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• Some questions to ask when researching these systems: 
Notes 
• 
• 
• 
• How long does it take to get a response after pressing the 
button 
• Does your staff receive any special training? Please describe. 
·Are there batteries? How long is the average battery life? 
• Is there a replacement charge for batteries? 
• Is the equipment rented or purchased? 
• Is there a replacement charge for broken equipment? 
·What happens if I move? Do you have centers in other states? 
• What are the initial costs and which costs are recurring? 
• Is there a fixed term contract? Is there a cancellation fee? 
• Is the pendant, watch, etc., waterproof? 
--------------------------------------------------
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Appendix H- Medicare 
Medicare is the federal health insurance program for people who are ages 
65 or older, some people with disabilities who are under 65, and people with end-
stage renal disease. Medicare has four different "Parts", Parts A, B, C, and D. 
Medicare Part A covers hospital and nursing home stays, hospice, and home 
health care. Part B covers physician and other health professionals' services, 
outpatient services, home health care, and durable medical equipment such as 
wheelchairs and hospital beds (if medically necessary). Part C, or Medicare 
Advantage, is offered by private companies and provides Parts A, B, usually D, 
and sometimes extra services such as vision. Medicare Part Dis prescription 
drug coverage which lowers the costs of and/or helps pay for medication 
(Centers for Medicare and Medicaid Services, 2011 ). 
Medicare Part B is medical insurance which helps pay for outpatient 
occupational and physical therapy, and speech-language pathology services. 
(Medicare, NO). Home health occupational therapy services are covered when 
they are specific, safe and an effective treatment for one's condition . "The 
amount, frequency and time period of the services needs to be reasonable, and 
they need to be complex or only qualified therapists can do them safely and 
effectively. To be eligible, either: 
[the] condition must be expected to improve in a reasonable and generally-
predictable period of time, or *[one needs] a skilled therapist to safely and 
effectively make a maintenance program for [the] condition, or *[one needs] a 
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skilled therapist to safely and effectively do maintenance therapy for [the] 
condition" (Medicare, NO, medicare.gov/coverage/home-health-services.html). 
Number 2 above most closely resembles the client-centered program for people 
with dementia and their caregivers described in this paper. 
*As of October 2012, at the completion of a federal class action lawsuit 
Jimmo v. Sebelius, Medicare may no longer impose the Medicare Improvement 
Standard, which required clients to make visible improvements in order to receive 
rehabilitative services such as occupational and physical therapy. Under the 
settlement agreement, programs and services which help to maintain skills or 
slow deterioration can now receive reimbursement through Medicare. This will 
allow people with dementia to participate in programs such as the one described 
in this paper in order to maintain functional skills and quality of life (Alzheimer's 
Association, 2013). 
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Appendix 1- Executive Summary 
Introduction 
The number of elderly Americans is increasing rapidly, and dementia is 
prevalent within this population, especially among the growing group of people 
over the age of 90 (National Institutes of Health, 2011 ; Plassman, et al., 2007). 
The majority of elderly people, including many with dementia, report that they 
would like to stay in their own homes, which is cost effective for the family and 
community (Keenan, 201 0; Alzheimer's Association, 2012). In addition, people 
with dementia who live at home are happier, safer, and more independent than 
those who have been moved out of their homes (Alzheimer's Society, 2013). 
However, their care presents a variety of health and safety concerns which have 
an impact on both their own and their caregivers' quality of life (Allan, et al., 2009; 
Etters, et al., 2007, Gitlin, 201 0). 
Dementia 
People with dementia have cognitive limitations which interfere with daily 
functioning and increase in severity over time. Symptoms include memory loss, 
trouble learning new information/skills, confusion, decreased problem solving, 
difficulty with abstract thinking, and poor judgment. Additional challenges may be 
seen with emotional control, sleep-wake cycles, completing familiar tasks, 
understanding others and finding words, and handling money. Repetitive 
questioning, indecisiveness, wandering and getting lost, agitation, and 
depression are other common characteristics of people who have dementia. 
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Each client's dementia presents differently, and skills can fluctuate (Santacruz & 
Swagerty, 2001; Shagam, 2009; National Institutes of Health, 2011 ). 
As a result of these obstacles, participation in and successful completion 
of self-care and household tasks, leisure activities, and social interactions are 
limited. As the disease progresses over an average course of eight to nine 
years, individuals with the disease require an increasing level of attention, 
supervision, and assistance with daily tasks, while simultaneously demonstrating 
a decrease in engagement with loved ones and reduced participation in 
meaningful activity (Rascovsky, 2005). Many caregivers experience a 
comparable intensification of stress, burden, and negative effects on health, 
employment, and finances (Alzheimer's Association, 2012). Without intervention 
and support, frequently the result is expedited institutionalization rather than the 
implementation of strategies needed to maintain the person with dementia at 
home. 
Key Findings 
A thorough review of the literature was completed in order to analyze 
previous attempts to address the problem of informal home caregiver burnout 
and consequent nursing home placement of people with dementia. Nine 
approaches were recognized as being within the framework of the project 
proposed in this paper, including education and support for caregivers, fall 
prevention, strategies for self-care tasks, household tasks and assistive 
technology, rummaging, hiding, and hoarding solutions, sleep strategies, 
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promoting engagement in meaningful activity, life story work, and addressing 
multiple needs. Many research teams and Alzheimer's/dementia groups, such as 
the Alzheimer's Association, have written articles on each of these topics, and 
provide a multitude of suggestions for best practices which are used within the 
program proposed in this paper. 
However, the evidence-based literature is lacking regarding 
comprehensive interventions combining the various approaches outlined in this 
paper (Padilla, 2011 ). Occupational therapists are the ideal professionals to build 
comprehensive programs focusing on the multitude of needs of people with 
dementia and their caregivers because of the biopsychosocial, client-centered, 
flexible, and creative approaches employed by this group of skilled clinicians. 
The intervention described in this doctoral project is designed to be one such 
integrative opportunity. 
Project Overview 
This program for people with dementia and their caregivers is geared 
towards delaying or even avoiding long-term care placement of people with 
dementia by helping to increase their comfort, independence, activity 
participation, and safety, therefore decreasing caregiver feelings of burden and 
daily challenges. Through this intervention, caregivers will be empowered with 
skills and strategies with which to engage and support their loved one with 
dementia, improving self-efficacy and quality of life for both caregivers and care-
recipients. The intervention will educate caregivers regarding the following 
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elements: methods for promoting autonomy in self-care; ways of incorporating 
meaningful activity into the daily routine; methods for increasing home safety; an 
introduction to technology aides and adaptive equipment; and strategies for 
challenging behaviors. The long-term goal of this program is to keep more 
people with dementia safely and comfortably in their own homes for longer 
periods of time with assistance from caregivers who feel competent, relaxed, and 
successful in their role. 
Client-caregiver teams will attend four group sessions and an occupational 
therapist will visit their home on four occasions, plus one follow-up visit at a later 
date. Group sessions will use the strategies of providing education, stimulating 
discussion, opportunities for questions/answers, and idea sharing. One-on-one 
sessions in the client's home will then focus on strategies for individual concerns, 
needs, and goals including home safety. Challenging behaviors will be 
addressed privately during home visits. The initial program will be eight weeks 
long with a time commitment of one to two hours per week. All participating 
teams will receive an information packet with strategies and problem-solving tips. 
A detailed information packet was created for clients, containing guidance 
regarding each of the 14 topics included in the program: information about 
dementia; fall prevention at home; self-care tasks; successful mealtimes; cooking 
and kitchen safety; medication management; using the telephone/emergency 
assistance; wandering and getting lost; rummaging, hiding, and hoarding 
solutions; sleep strategies; meaningful activity; the preferences worksheet; life 
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story books; and useful resources. The information packet is a program outline, 
workbook, and reference source to use during and well after the intervention has 
concluded. The writing is aimed towards laypeople, is brief and clear, and may 
be the only resource of its kind for caregivers. 
Recommendations 
The client-centered home program for people with dementia and their 
caregivers introduced in this paper is recommended as an innovative approach 
to assisting caregivers and care-recipients. This intervention thoroughly 
addresses the large array of concerns and issues a caregiver may experience 
when assisting a loved one who has dementia, whereas the majority of programs 
in the evidence-based literature have focused on one or two strategies alone. In 
addition, this intervention incorporates both supportive group sessions and 
individualized home visits into one cohesive program, connecting caregivers and 
people with dementia to peers in the community while allowing for private 
sessions and personalized problem-solving in the home where most daily 
activities occur. 
General Conclusions 
Dementia causes decreased problem solving, communication, confusion, 
and anxiety. This results in difficulty with self-care, household care, agitation, 
wandering, and decreased social/leisure participation. Resultant behaviors can 
lead to falls, injuries, and lower activity levels in people with dementia. The 
subsequent physical and cognitive decline increases demands on the caregiver, 
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who is more likely to feel overwhelmed and resort to the institutionalization of the 
person with dementia. Providing caregivers with support and problem-solving 
strategies will reduce caregiver burden as care-recipient independence, safety, 
and activity participation increase, thus enhancing quality of life for both 
individuals for prolonged success in living at home with dementia. 
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Appendix J- Fact Sheet (summary of elements) 
BOSTON 
UNIVERSITY 
Living at home with dementia: 
a client-centered program for 
people with dementia and 
their caregivers 
Laura R. Poleshuck, MS, OTR/L, Doctoral Candidate 
Dementia is on the rise 
• The number of elderly Americans is increasing rapidly 
• Dementia is prevalent within the elderly population, especially among the 
growing group of people over the age of 90 
• The majority of elderly people, including many with dementia, report that they 
would like to stay in their own homes 
• People with dementia who live at horne are happier, safer, and more 
independent than those who have been placed in other settings 
• Their care presents a variety of health and safety concerns which have an 
impact on both their own and their caregivers' quality of life 
Many people with dementia would like to remain in their own homes for as long as 
possible 
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Dementia Symptoms 
• Memory loss and confusion 
• Repetitive questioning 
• Decreased problem solving 
• Poor judgment 
• Indecisiveness 
• Wandering and getting lost 
• Agitation and/ or depression 
Challenges for People with Dementia 
• Completing familiar tasks 
• Learning information/ skills 
• Sleep-wake cycles 
• Emotional control 
• Understanding others 
• Finding words 
• Abstract thinking 
Consequences of Dementia 
• Decreased ability to participate in and successfully complete self-care and 
household tasks, leisure activities, and social interactions 
• Unsafe behaviors such as wandering away from home in the night or burning a 
meal 
• An increased need for attention, supervision, and assistance with daily tasks 
Consequences of Dementia for Caregivers 
• Stress 
• Feelings of burden 
• Negative effects on health, employment, and finances 
Program Goals 
To help caregivers feel competent, relaxed, and successful in their role and to 
maintain more people with dementia safely and comfortably in their own homes 
for longer periods of time by 
• Increasing the comfort, independence, activity participation, and safety of 
people with dementia 
• Decreasing the frequency of daily challenges and thus caregiver feelings of 
burden 
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Program Educational Components 
• Methods for promoting autonomy in self-care 
• Ways of incorporating meaningful activity into the daily routine 
• Methods for increasing home safety 
• An introduction to technology aides and adaptive equipment 
• Strategies for challenging behaviors 
Provided in group sessions and individual home visits, with an occupational 
therapy practitioner 
Specific Topics 
• Fall prevention at home 
• Self -care tasks 
• Successful mealtimes 
• Cooking and kitchen safety 
• Medication management 
• Using the telephone/ emergency assistance 
• Wandering and getting lost 
• Rummaging, hiding, and hoarding solutions 
• Sleep strategies 
• Meaningful activity 
• Life story books 
• Useful resources 
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